University of South Florida

Scholar Commons
Graduate Theses and Dissertations

Graduate School

July 2019

Supporting Persons with Dementia in Communicating their Care
Preferences
Vanessa L. Burshnic
University of South Florida, vlburshnic@gmail.com

Follow this and additional works at: https://scholarcommons.usf.edu/etd
Part of the Other Medical Specialties Commons, Social and Behavioral Sciences Commons, and the
Speech and Hearing Science Commons

Scholar Commons Citation
Burshnic, Vanessa L., "Supporting Persons with Dementia in Communicating their Care Preferences"
(2019). Graduate Theses and Dissertations.
https://scholarcommons.usf.edu/etd/7753

This Dissertation is brought to you for free and open access by the Graduate School at Scholar Commons. It has
been accepted for inclusion in Graduate Theses and Dissertations by an authorized administrator of Scholar
Commons. For more information, please contact scholarcommons@usf.edu.

Supporting Persons with Dementia in Communicating their Care Preferences

by

Vanessa L. Burshnic

A dissertation submitted in partial fulfillment
of the requirements for the degree of
Doctor of Philosophy
Department of Communication Sciences and Disorders
College of Behavioral and Community Sciences
University of South Florida

Major Professor: Michelle Bourgeois, Ph.D.
R. Michael Barker, Ph.D.
Harleah Buck, Ph.D.
Howard Goldstein, Ph.D.
Kathryn Hyer, Ph.D.
Date of Approval:
June 28, 2019

Keywords: person-centered care, long-term care, decision-making
Copyright©2019, Vanessa L. Burshnic

DEDICATION
To my mother, for always encouraging me and providing her unwavering support. I truly
would not be here without you. To Rudy, Clarence, Jacque, Averie, and Beau, thank you for
always giving me a reason to smile and welcoming me home with open arms. To my late father,
who helped build the foundation for the strong and persistent woman I am today. Finally, to my
boyfriend, Elliot, for always being there and making me feel like the luckiest person in the
world.

ACKNOWLEDGEMENTS
I could not have finished this project without the inspiration and support of several very
special people. Thank you to my doctoral mentor, Michelle Bourgeois, PhD, CCC-SLP, for
inviting me to apply to this program when we first met in 2015. I don’t know if I would have had
the courage otherwise to consider myself worthy of a doctoral degree. But you believed in me.
Thank you for that. Throughout these three years, your sound wisdom, endless generosity, and
dedication to research have been a blessing to me. I will never forget the lessons you’ve taught
me. I wish for every PhD student to have with their mentor what I have had with you.
I would also like to thank the amazing members of my doctoral committee, Dr. Barker,
Dr. Buck, Dr. Goldstein, and Dr. Hyer. None of this would have been possible without your
expertise and interdisciplinary perspectives in both clinical and research realms. Each of you
contributed an important piece to this project. For that, I am extremely grateful.
Thank you to my first research mentor, Natalie Douglas, PhD, CCC-SLP, for inspiring
my passion for nursing home research and implementation science. Your advice and constant
encouragement have been invaluable to this process. And thank you to my team of research
assistants who dedicated endless hours to transcribing and coding; I am forever indebted to all of
you!
Finally, I would like to extend a warm and heartfelt thank you to the administrators, staff,
families, and residents who participated in this project. Thank you for trusting me and investing
your time on my behalf.

TABLE OF CONTENTS
List of Tables ..................................................................................................................................iii
List of Figures................................................................................................................................. iv
Abstract............................................................................................................................................ v
Chapter One: Introduction ............................................................................................................... 1
Standard Preference Assessments ....................................................................................... 1
Barriers to Assessing the Preferences of Persons with Dementia ....................................... 5
Preference Assessments for Persons with Dementia ........................................................... 7
Purpose and Research Questions ....................................................................................... 15
Chapter Two: Method.................................................................................................................... 17
Participants ........................................................................................................................ 17
Ethical considerations ............................................................................................ 18
Screening Measures ........................................................................................................... 18
Communication ..................................................................................................... 18
Cognition ............................................................................................................... 18
Preference Assessment ...................................................................................................... 18
Question stimuli..................................................................................................... 20
Picture stimuli ........................................................................................................ 20
Preference choice options ...................................................................................... 23
Experimental Design ......................................................................................................... 25
Independent variable ............................................................................................. 25
Dependent variables .............................................................................................. 25
Procedures ......................................................................................................................... 27
Data Collection .................................................................................................................. 28
Reliability .......................................................................................................................... 28
Social Validity Procedure .................................................................................................. 29
Data Analysis..................................................................................................................... 31
Consistency............................................................................................................ 31
Resident utterance types ........................................................................................ 32
Investigator utterance types ................................................................................... 33
Social Validity ....................................................................................................... 33
Chapter Three: Results .................................................................................................................. 34
Consistency of Preference Choices ................................................................................... 34
Question set analysis ............................................................................................. 35
Test-retest reliability .............................................................................................. 35
i

Resident Utterance Types .................................................................................................. 35
Procedural Fidelity ............................................................................................................ 36
Social Validity ................................................................................................................... 37
Chapter Four: Discussion .............................................................................................................. 39
Contributions to Existing Research ................................................................................... 42
Implications for Practice.................................................................................................... 43
Anecdotal data ....................................................................................................... 44
Limitations and Future Research Directions ..................................................................... 47
Conclusion ......................................................................................................................... 49
References ..................................................................................................................................... 51
Appendices .................................................................................................................................... 57
Appendix A: IRB Approval Letter .................................................................................... 58
Appendix B: Consent Forms ............................................................................................. 60
Appendix C: Communication Screening Form ................................................................. 74
Appendix D: Brief Interview for Mental Status ................................................................ 76
Appendix E: Interview Scripts .......................................................................................... 77
Appendix F: Standard Condition Preference Choice List ................................................. 78
Appendix G: Picture Stimuli (Sample).............................................................................. 79
Appendix H: Supported Condition Preference Sorting Mat.............................................. 80
Appendix I: Preference Data Sheets .................................................................................. 81
Appendix J: Record Form for Resident Response Types .................................................. 83
Appendix K: Definitions of Resident Utterance Types ..................................................... 84
Appendix L: Record Form for Investigator Utterances ..................................................... 85
Appendix M: Investigator Utterance Definitions .............................................................. 86
Appendix N: Naïve Judge Demographics Form ............................................................... 87
Appendix O: Naïve Judge Rating Form ............................................................................ 88

ii

LIST OF TABLES
Table 1:

Minimum Data Set 3.0 Activity Preference Items ........................................................ 2

Table 2:

PELI-NH Activity Preference Items ............................................................................. 4

Table 3:

Comparison of Assessment Approaches in Existing Research ..................................... 8

Table 4:

Balanced Question Sets ............................................................................................... 19

Table 5:

Summary of Cognitive Interviewing Data .................................................................. 20

Table 6:

Description of Image Changes .................................................................................... 22

Table 7:

Definitions of Coded Utterance Types ........................................................................ 26

Table 8:

Counterbalancing of Condition and Question Set ....................................................... 26

Table 9:

Summary of Random Audio Selections ...................................................................... 30

Table 10: Demographic Information for Naïve Judges ............................................................... 31
Table 11: Example of Change Score and Agreement Score Calculations ................................... 32
Table 12: Demographic Characteristics of Residents .................................................................. 34
Table 13: Differences in Resident Utterance Types within Conditions ...................................... 36
Table 14: Differences in Utterance Types between Standard and Supported Conditions ........... 36
Table 15: Differences in Differences in Investigator Utterance Types within Conditions ......... 37
Table 16: Analysis Results for Social Validity Ratings .............................................................. 38
Table 17: Select Resident Quotes Regarding Preferences ........................................................... 46

iii

LIST OF FIGURES
Figure 1: Example Preference Question from the Original PELI-NH. ......................................... 5
Figure 2: Picture Card Stimuli Example ..................................................................................... 23
Figure 3: Preference Sorting Mat ................................................................................................ 24
Figure 4: Standard Choice List Example .................................................................................... 24

iv

ABSTRACT
Person-centered care is important to the quality of life of nursing home residents with
dementia. Preference assessments enable person-centered care by documenting residents’
preferred activities. Residents with severe dementia are less likely to have a role in preference
assessment due to communication challenges associated with the disease. External supports
(visual and text cues) are effective in improving the communication of residents with dementia,
but these cues are often not used in practice. Standard assessment (verbal questioning) places
greater demands on short-term memory and attention, which are known deficits in dementia.
Applying a within-subjects design, this study evaluated two conditions (standard and
supported) for assessing preferences of residents with severe dementia (N=21). This study
examined the effect of these conditions on residents’ consistency over time (1-week) and
utterance types in response to preference questions. Naïve judges (N=10) listened to the
interviews and rated residents’ communication clarity and their confidence with understanding
residents’ preferences.
Results show that residents with severe dementia can report preferences with similar
consistency in both assessment conditions; however, residents may comprehend the assessment
better when provided in a supported format. In addition, residents successfully engaged in
preference interviews without proxy participation. Anecdotally, many residents demonstrated an
accurate understanding of their environment and how they would prefer to spend their days.
Future studies will optimize visual stimuli, choice options, staff training components, efficiency
measures, and examine acceptability by nursing home staff.
v

CHAPTER ONE:
INTRODUCTION
In recent decades, there has been a shift in long-term care toward providing services
designed around the unique needs of each resident (Smith & Feng, 2010). The preferences of
residents have been recognized as a crucial starting point to designing quality care and effective
interventions. Preference-based (i.e., person-centered) approaches are not only recognized, but
mandated, by governing organizations in long-term care (CMS, 2012). Preference Assessments
were designed to systematically collect data on each resident’s health and psychosocial needs,
and thereby assist staff in developing person-centered care plans (Moloney, Kolanowski, Van
Haitsma, & Rooney, 2018). Despite widespread use of preference assessments, methods for
effectively involving persons with dementia in preference interviews remains limited (McCreedy
et al., 2018). The lack of methods, in turn, decreases this population’s access to engaging and
meaningful interventions that are essential to quality of life in the nursing home. The sections to
follow will describe two preference assessments, widely used in nursing homes today (i.e.,
Standard Preference Assessments): The Minimum Data Set (Saliba & Buchanan, 2008) and
Preferences for Everyday Living Inventory – Nursing Home version (Curyto, Van Haitsma, &
Towsley, 2016).
Standard Preference Assessments
The Minimum Data Set (MDS; Saliba & Buchanan, 2008) is a federally mandated clinical
assessment process of all residents in Medicare and Medicaid certified nursing homes (Centers
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for Medicare and Medicaid Services (CMS), 2011). The information in the MDS 3.0 serves as a
guide to the resident’s care plan and mechanism to capture outcomes.
The MDS was developed by the Centers for Medicare and Medicaid Services (CMS) as a
standardized method of assessing residents and measuring nursing home quality. Today,
approximately 15,600 certified nursing home facilities are required to use the MDS 3.0 in their
initial and ongoing assessment of residents (CMS, 2015; CMS, 2017). The tool was initially
designed to collect only staff reports on the resident; however, a 2010 revision (the MDS 3.0)
required residents be directly interviewed to increase the credibility of the care plan (Saliba &
Buchanan, 2008).
The MDS 3.0, Section F, contains questions pertaining to Customary Routine and
Activities to gather information on psychosocial aspects of the resident, such as daily routines,
privacy preferences, and hobbies (CMS, 2011). A portion of Section F contains eight questions
pertaining to activities; these items are displayed in Table 1.
Table 1. Minimum Data Set 3.0 Activity Preference Items
While you are in this facility…
1. how important is it to you to have books, newspapers, and magazines to read?
2. how important is it to you to listen to music you like?
3. how important is it to you to be around animals such as pets?
4. how important is it to you to keep up with the news?
5. how important is it to you to do things with groups of people?
6. how important is it to you to do your favorite activities?
7. how important is it to you to go outside to get fresh air when the weather is good?
8. how important is it to you to participate in religious services or practices?
Note. Adapted from MDS 3.0, Section F0500: Interview for Activity Preferences (CMS, 2017)

During the MDS interview, a staff member verbalizes each question and the resident is
asked to assign an importance value to the activity in question. For example, the staff member
might ask, “how important is it to you to listen to music you like?” and the resident must provide
a response of very important (1), somewhat important (2), not very important (3), not important
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at all (4), or important, but can’t do or no choice (5). These five options are provided to the
resident in the form of a typed list for the interview.
The MDS 3.0 covers a breadth of information on the resident, from biomedical to leisure;
however, its questions do not elicit the depth of information necessary to develop a
comprehensive understanding of residents’ unique preferences. Realizing this limitation, Curyto
and colleagues (2016) developed the Preferences for Everyday Living Inventory – Nursing Home
version (PELI-NH; Curyto, Van Haitsma, & Towsley, 2016). The PELI-NH was adapted from a
measure designed for community-dwelling elders, called the Preferences for Everyday Living
Inventory (Van Haitsma et al., 2012).
Similar to the MDS 3.0, the PELI-NH is administered verbally by staff to residents and
uses a 5-point Likert scale for rating preferences. The PELI-NH includes 72 preference
questions, with 34 specifically inquiring about activities. These activity questions include eight
items adapted from the MDS 3.0; all questions are displayed in Table 2 (See page 4).
The PELI-NH is attractive to stakeholders in long-term care as it enables staff to
complete the required components of the MDS 3.0 while also eliciting detailed, yet practical,
information on the resident (Van Haitsma et al., 2012). For instance, if a resident reports that
listening to music is either very important, somewhat important, or important, but can’t do or no
choice, the resident is then asked which kind of music he or she likes (e.g., jazz, hip hop, country
western, etc.). If the resident were to say not very important or not important at all, the
interviewer moves on to the next question. Figure 1 presents a sample of a PELI-NH question
from Curyto and colleagues (2016) (See page 5).

3

Table 2. PELI-NH Activity Preference Items
While you are in this facility…
1.
2.
3.
4.
5.
6.
7.
8.
9.
10.
11.
12.
13.
14.
15.
16.
17.
18.
19.
20.
21.
22.
23.
24.
25.
26.
27.
28.
29.
30.
31.
32.
33.
34.

how important is it to you to have regular contact with family?
how important is it to you to have regular contact with friends?
how important is it to you to spend time by yourself?
how important is it to you to spend time one-on-one with someone?
how important is it to you to do things with groups of people?*
how important is it to you to meet new people?
how important is it to you to be a member of a club?
how important is it to you to be around children?
how important is it to you to volunteer your time?
how important is it to you to participate in religious services or practices?*
how important is it to you to participate in your cultural traditions?
how important is it to you to reminisce about the past?
how important is it to you to give gifts?
how important is it to you to go shopping?
how important is it to you to do things away from here?
how important is it to you to attend entertainment events?
how important is it to you to go outside to get fresh air when the weather is good?*
how important is it to you to take care of the place you live?
how important is it to you to do outdoor tasks?
how important is it to you to be around animals such as pets?*
how important is it to you to keep up with the news?*
how important is it to you to learn about topics that interest you?
how important is it to you to have reading materials available to you?*
how important is it to you to exercise?
how important are sports to you?
how important is it to you to play games?
how important is it to you to take care of plants?
how important is it to you to be involved in cooking?
how important is it to you to watch or listen to TV?
how important is it to you to watch movies with other people?
how important is it to you to listen to music you like?*
how important is it to you to use the computer?
how important is it to you to do your favorite hobbies?
how important is it to you to do your favorite activities?*

Note. (*) = MDS 3.0 items. Questions from “Cognitive Interviewing: Revising the Preferences for Everyday Living
Inventory for Use in the Nursing Home,” by K. Curyto, K. S. Van Haitsma, and G. L. Towsley, 2016, Research in
Gerontological Nursing, 9, p. 16-29. Copyright 2013 by Kimberly Van Haitsma. Adapted with permission.

Unlike the MDS 3.0, the PELI-NH is not federally-mandated in nursing homes. On a
state-level, however, it is sometimes used as a pay-for-performance measure, meaning there is a
financial incentive for nursing homes who choose to incorporate the PELI-NH in care planning.
One such example is the state of Ohio (Ohio Administrative Code § 5160-3-58).
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Figure 1. Example Preference Question from the Original PELI-NH.
Note. Adapted from “Cognitive Interviewing: Revising the Preferences for Everyday Living Inventory for Use in the
Nursing Home.” By K. Curyto, K. S. Van Haitsma, & G. L. Towsley, 2016, Research in Gerontological Nursing, 9,
p. 29. CC BY-ND 4.0.

Barriers to Assessing the Preferences of Persons with Dementia
Despite widespread use of the MDS 3.0 and increasing use of the PELI-NH in long-term
care, it is unlikely that persons with dementia will be able to participate in these care planning
assessments. Research suggests that persons with dementia are 40% less likely than their normal
aging peers to participate in care planning (Thomas et al., 2014). This likelihood may be due in
part to cognitive screenings (Saliba et al., 2012), administration methods (Kempler & Goral,
2010), and reliance on proxy reports (Heid, Bangerter, Abbott, & Van Haitsma, 2017).
Before completing the MDS 3.0, residents must undergo a brief cognitive screening
called the Brief Interview for Mental Status (BIMS; Saliba et al., 2012), to determine if they are
able to be interviewed. The BIMS assesses immediate recall, orientation, and short-term memory
with scores ranging from 0 to 15. A score of 7 or less on the BIMS is defined as severe cognitive
impairment (Saliba et al., 2012). Poor performance (score of less than 7) on cognitive screenings
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may exclude residents from having the opportunity to engage in preference assessments, and thus
limit staff’s understanding of their personal wants and needs (CMS, 2018).
For residents with dementia who pass cognitive screenings, another barrier may be the
verbal administration of questions. Listening, retaining information, and manipulating the
information to provide an appropriate response relies on intact attention and short-term memory,
which are known deficits associated with dementia (Kempler & Goral, 2010). Thus, verbal
administration alone may result in responses that are off-topic or misinterpreted.
Without direct input from the resident, the use of proxies (e.g., adult child or spouse) is
often the next step in attempting to gather preference information (CMS, 2018). Research
suggests, however, that proxy reports often do not align with the person’s own report, and thus
are not an equivalent alternative to the person’s own voice. For example, Heid and colleagues
(2017) examined the concordance between the preference reports with 85 nursing home resident
and family member dyads. Using the PELI-NH, the researchers compared the reports of residents
and their family members. Results showed discrepancies in reports related to activity
preferences, such as keeping up with the news or participating in religious services. Due to this
discrepancy, the authors suggest that residents may be a more reliable source when gathering
information on preferred activities (Heid et al., 2017).
In some cases, the resident may be a facility’s only option in obtaining preference
information, yet still not involved in the assessment. In 2016, only 17.6% of residents with
severe dementia had self-representation in their care plan, 26% had proxy representation, and
56% lacked any representation at all (McCreedy et al., 2018).
There is an urgent need to examine alternative strategies in the context of standard
preference assessment, to ensure persons with dementia are maximally represented in care plans.
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This support is especially needed for individuals with severe cognitive impairments, as they are
the least likely to have any form of representation.
Preference Assessments for Persons with Dementia
A review of literature was conducted to answer the following questions: (1) What
methods have been used in research to assess preferences of persons with dementia? (2) What
outcomes have been measured in preference assessment research? A total of five assessment
methods were identified, including standard approaches, paired-stimulus approaches, yes-no
questions, multi-faceted, and externally supported approaches (visual and text cues). Outcomes
measured included consistency over time, predictive validity for engagement, utility of behavior
management, knowledge of resident, and social validation measures. The assessment methods
and preference topics are described in Table 3 (See page 8).
The standard approach, as described previously, involves verbal administration of
interview questions, while providing residents a written list of choice options. The 72-item PELINH (Van Haitsma et al., 2012) falls under the classification of assessments traditionally
administered using a standard approach. Researchers, Carey, Heid, and Van Haitsma (2017),
used the PELI-NH to examine how cognitive ability may affect level and stability of preferences
over a 3-month period. A total of 255 nursing home residents were included in the study, with
cognitive impairment levels classified as none-to-low, mild, and moderate. Residents were
interviewed twice, 3-months apart. Results showed no significant differences in the importance
of preferences or consistency of preferences reported over time. The researchers conclude that
residents with moderate cognitive impairment can reliably report preferences that are important
to them, similar to those with none-to-low and mild cognitive impairment (Carey et al., 2017).
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While these findings provide support for the use of standard approaches for persons will mild to
moderate dementia, research is needed with respect to severe populations.
Table 3. Comparison of Assessment Approaches in Existing Research
Citation

Participants

Assessment Method(s)

Preference Topic(s)

Bourgeois et
al., 2016

N=37. Mean
MMSE=15
(moderate). Settings:
Assisted living and
nursing home.
N=255. Three groups:
none-to-low CI
(n=131); mild CI
(n=83); moderate CI
(n=41). Setting:
nursing home.

Externally supported.
(VoiceMyChoice™) 3 choice
options: sometimes, always, and
never.

(1) food, (2) activities, (3)
daily living, (4)
socializing/communication,
and (5) pain

PELI-NH; 72 verbalized
questions, rated on a 4-point*
Likert scale. Choice options: very
important, somewhat important,
not very important, not important
at all.

(1) Social contact, (2)
leisure and diversionary
activities, (3) growth
activities, (4) selfdominion, and (5) enlisting
others in care

N=20. Mean
MMSE=20.25 (mild).
Settings: retirement
community and
assisted living.
N=11. Mean
MMSE=7.1 (severe).
Settings: nursing
home.

Treatment scenarios presented
using visual and verbal medical
vignettes. Residents’ responses
scored for decisional capacity.

End-of-life treatment; (1)
medication for dementia
and (2) feeding tube
placement

8 paired tangible stimuli (stimuli
determined by combining PES and
RAISD results; residents answer
44 PES questions, proxies answer
RAISD)
Tangible, vocal, pictorial, and
textual paired-stimulus preference
assessment (8 stimuli). (Proxies
completed PES, PES-AD, and
RAISD interviews to determine 8
stimuli.)
17-items from the PES-AD
(original 46; rationale for item
choice unclear). PES-AD verbal
and the PES-AD multi-media
(PowerPoint); yes/no format.

Activities

Carey et al.,
2017

Chang, 2015

Feliciano et
al., 2009

Leblanc et
al., 2006

N=4. Mean
Activities
MMSE=12.25
(moderate); aphasia
(n=1) and dementia
(n=3). Setting: Adult
day care.
Leblanc et
N=9. Mean
Activities
al., 2008
MMSE=9.4
(moderate-severe).
Settings: Adult day
care and residential
memory care.
Murphy et
N=31; early stage
(1) Unstructured conversation, (2) (1) Activities, (2) people,
al., 2010
(n=10), moderate stage Structured conversation, and (3)
(3) environment, and (4)
(n=11), and late stage
Externally supported
self
(n=10). No MMSE
(TalkingMats®) with 3-point
scores reported.
visual scale: happy, unsure,
Settings: community
unhappy.
and residential care.
Note. MMSE = Mini-Mental Status Exam; CI = cognitive impairment; PELI-NH = Preferences for Everyday Living
Inventory, Nursing Home version; (*) = 2019 PELI-NH contains a 5-point Likert scale (see
www.preferencebasedliving.com); PES=Pleasant Events Schedule; PES-AD=Pleasant Events Schedule-Alzheimer's
Disease; RAISD=Reinforcer Assessment for Individuals With Severe Disabilities
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Researchers, LeBlanc, Cherup, Feliciano, and Sidener (2006), examined the effect of
paired-stimuli assessment format (verbal, tangible, textual, pictorial) on predictive validity for
engagement. The stimuli used in the paired assessment were chosen by asking proxies 53 activity
questions from the Pleasant Events Schedule-Alzheimer’s Disease (PES-AD; Teri & Logsdon,
1991). The participants (N=4) had an average Mini-Mental State Examination (MMSE; Folstein,
Folstein, & McHugh, 1975) score of 12 (moderate impairment). Results showed verbal pairedstimuli (e.g., “Would you rather __ or __?”) was most predictive of later engagement; however,
these findings are limited by a small, heterogeneous sample (e.g., aphasia and dementia) and the
use of proxy reports for choosing research stimuli. Furthermore, the participants in this study
were recruited from a day program, which may limit application of these findings to residential
care.
In another study, LeBlanc, Raetz, Baker, Strobel, and Feeney (2008) examined the
agreement and predictive validity for engagement when yes-no preference questions were
verbally presented and in a multi-media format (PowerPoint with picture and typed question).
Stimuli for both conditions included 17 items derived from the PES-AD. Participants included
nine persons with dementia (5 moderate; 4 severe), recruited from both nursing homes and adult
day programs. The results showed high levels of disagreement between verbal and multi-media
conditions, and overall higher endorsements (more “yes” responses) in the multi-media
condition. Items endorsed in both conditions were most predictive of engagement, whereas
rejection in both conditions resulted in low-moderate levels of engagement. The findings of this
study are limited by a lack of counterbalancing (verbal condition always first) of conditions
which may have led to influence by order effects. Finally, although this study was among the
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first to exclude proxies in the process of determining preferences, it is unclear how researchers
chose the 17 stimuli, limiting the replicability of this study and its translation to practice.
Researchers, Feliciano and colleagues (2009), examined the utility of using stimuli
identified in preference assessments in behavior management plans. The researchers used a
multi-faceted assessment approach involving yes-no questions, proxy assessment, and a pairedstimulus approach. In Phase 1, residents with dementia (N=11) were to be interviewed using the
Pleasant Events Schedule (PES; Lewinsohn & Libet, 1972), a 44-item yes-no preference
interview. The PES was only successfully completed by eight out of the 11 participants. A
family member or staff (exact numbers were not stated) completed the remaining 3
questionnaires on behalf of the resident. Phase 1 also included a proxy preference assessment,
using the Reinforcer Assessment for Individuals with Severe Disabilities (RAIS-D; Fisher,
Piazza, Bowman, & Amari, 1996). The RAIS-D is a 10-question interview, originally developed
for caregivers of individuals with intellectual and developmental disabilities; it is designed to
generate a list of reinforcers (i.e., preferred activities) for an individual. Family members acted as
proxy in approximately 36% of RAIS-D interviews. Staff members acted as proxy for the
remaining participants. In Phase 2, findings from both Phase 1 assessments were used to generate
eight objects for a stimulus preference assessment (SPA). Tangible stimuli, such as a CD player
and felt flowers, were paired and presented in a counterbalanced fashion (switching objects left
to right). The researchers reported that only 9 of eleven participants successfully participated in
the paired-stimulus assessment; one participant wandered, the other refused. For participants
who completed the SPA, the most consistently chosen items were ranked to create a “preference
hierarchy” (Feliciano et al., 2009, p. 3). Findings were shared with staff and incorporated into the
resident’s care plan, which resulted in overall improvement in behavioral symptoms. Despite
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these positive findings, this complex assessment procedure may not be feasible in long-term care
where many residents with dementia lack any form of representation (McCreedy et al., 2018).
Furthermore, this assessment may not be enjoyable or engaging for residents with advanced
dementia as three participants were noted to discontinue participation in this study. Finally, using
assessments normed on persons with severe disabilities, such as the RAIS-D, may present strong
limitations to truly representing the needs of older adults with dementia.
Although the aforementioned studies evaluated valuable outcomes, such as engagement
and behavior, the results provide limited answers to the issues facing assessment of persons with
dementia in standard practice. Questions remain, including proper methods to assess persons
with severe dementia using standard tools, how standard methods may impact consistency of
responses over time, how different methods impacted the quality or quantity of information
expressed by residents, and to what extent care providers benefit from or accept these assessment
approaches. Answers to many of these questions can be found within the literature on externally
supported approaches.
External supports are an evidence-based approach for improving communication in
persons with dementia (Bourgeois, Dijkstra, Burgio, & Allen-Burge, 2001). These supports are
often created on paper, using personally-relevant pictures, along with text cues to complement
the visual. Examples of external supports include reminder cards, communication wallets, and
memory books. Research shows that external supports help persons with dementia improve the
quantity and quality of their communication and express important decisions regarding their care
(Bourgeois, Camp, Antenucci, & Fox, 2016; Chang, 2015). In recent years, research has begun
to examine the use of external supports in the context of preference assessment.
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Talking Mats® are an externally supported communication aid designed to help persons
with dementia discuss their feelings toward various topics (Murphy, Gray, Achterberg, Wyke, &
Cox, 2010). The tool originated in Scotland, UK and uses three sets of picture cards, including
topic pictures (e.g., relationships, activities, etc.), option pictures (e.g., listening to music,
visiting friends, etc.) and visual scale pictures (happy, unsure, and unhappy). Talking Mat®
pictures consist of colored cartoon images, made using Boardmaker™ software.
To begin, the interviewer provides one option at a time that corresponds with a certain
topic (Murphy et al., 2010). The interviewer then asks an open-ended question; for example,
“How do you feel about the noise level?” The person with dementia then places the picture
underneath the visual scale to express his/her feeling toward that option. For example, a resident
may report she is “unhappy” (visual scale item) with the “noise level” (option) in her
“environment” (topic) (p. 457, Murphy et al., 2010). At the conclusion of the interview, a
photograph of the Talking Mat is shared with the resident so that he/she may display the mat
somewhere or share it with care staff.
Murphy, Gray, Achterberg, Wyke, and Cox (2010) examined communication
effectiveness of persons with dementia while using Talking Mats® in comparison to usual
communication methods. The researchers also explored the impact of this tool at different stages
of dementia. Although no cognitive screening scores were reported, the authors state that 11
persons with “early stage” dementia, 10 persons with “moderate stage” dementia, and 10 with
“late stage” dementia (N=31) were included in the study (p. 458; Murphy et al., 201). The study
measured communication effectiveness, perseveration, on-task behavior and interview time,
across three conditions. The first condition included unstructured conversation, which consisted
of general conversation about likes and dislikes. The second condition involved structured
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conversation, organized around four topics (activities, environment, people, you) chosen in
random order. The third condition included the use of Talking Mats®, in which pictures
represented the same four topics as the structured conversation condition. Condition 3 was first
for all participants. Conditions 1 (unstructured conversation) and 2 (structured conversation) took
place during a subsequent visit. The authors did not specify the amount time between visits.
Results showed Talking Mats were associated with overall improvement in
communication effectiveness indicators (participant understanding, engagement, on track, and
researcher understanding), when compared to structured and unstructured conversations. Persons
with late stage dementia showed significantly higher effectiveness scores while using Talking
Mats. Furthermore, participants at all stages exhibited significantly less perseverative behavior
when using Talking Mats. For persons in late stage dementia, on-task behavior was significantly
higher with Talking Mats, in comparison to structured and unstructured conversations. Finally,
there were no significant differences in conversation time when comparing Talking Mats and
structured conversation; however, Talking Mats did last significantly longer than unstructured
conversation (Murphy et al., 2010). This study supports the use of visual and text cues in
enhancing overall communication ability and on-task behavior of persons with dementia during
preference assessment; it specifically shows evidence for using this approach for persons with
severe (“late stage”) dementia. This study’s lack of formal cognitive screening, however, leads to
questions of its application to residential care contexts, where screening is an important
consideration during preference assessment. It does not clearly state procedures (e.g., time
between visit), limiting replicability, and lacks counterbalancing of assessment conditions.
Finally, it is unclear if the items (options) in this assessment would be culturally applicable to
older adults in the United States.
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The VoiceMyChoice™ preference assessment is another externally supported measure,
developed by Bourgeois and colleagues (2016). Rather than a visual scale, VoiceMyChoice™ is
a tool that allows the resident to sort 25 labeled pictures into three categories (sometimes, always
and never) on a labeled placemat. The resident is given a picture card accompanied by a verbal
prompt (e.g., “How often do you enjoy exercising?”). The resident is instructed to indicate a
response by placing the picture card on the placemat within a frequency category. In 2016,
Bourgeois and colleagues evaluated the VoiceMyChoice™ preference measure and its impact on
the interactions of residents with dementia and nursing aides. The study included 37 residents,
randomly assigned to a treatment (VoiceMyChoice™) or control group (generic card matching
activity). The average MMSE score among participants was 15 (moderate impairment). The
results of this research showed that resident preferences were both consistent and reliable over a
one-week period. Importantly, severity of cognitive impairment (i.e., lower MMSE scores) did
not influence participants’ ability to consistently and reliably report preferences. Pre-post testing
revealed that nursing aides in the treatment group gained a better understanding of the resident’s
preferences, than those in the control group. These findings of this study demonstrate persons
with dementia’s ability to participate in preference assessment and the benefits externally
supported measures may have on staff knowledge of resident preferences.
Chang (2015) conducted a study examining the use of external supports on decisionmaking capacity of persons with dementia for medical and end-of-life decisions. The sample
included 20 participants with moderate to severe dementia. Using a within-subjects design,
participants were measured in two experimental conditions. In the first condition, the
experimenter verbally presented the medical vignette and questions regarding their
understanding of the treatment. In the second condition, the experimenter verbally presented the
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medical vignette and questions, while also providing pictures and text cues (i.e., external
supports). Conditions were counterbalanced to prevent order effects. Results showed that
participants were able to convey clear and logical treatment choices, as rated by naïve judges.
Participants did not demonstrate this ability, however, when the vignette was presented without
external supports. Furthermore, participants’ performance did not vary as a function of dementia
severity. This study provides further evidence in support of using external communication
supports when conducting preference assessments with persons with dementia.
The evidence-base on externally supported approaches shows promising results;
however, translation to practice is slow at best (Douglas et al., 2014). Implementation of
evidenced-based practice hinges on an intervention’s compatibility with policies, organizations,
and intended users (Douglas & Burshnic, 2019). To date, research has not examined the use of
existing (standard) preference measures (MDS 3.0 or PELI-NH) when modified in an externally
supported format. It is possible that modifying existing measures could enhance the uptake of
this approach in practice and, therefore, increase opportunities for persons with dementia to
participate in care planning. Furthermore, to assess implementation potential (i.e., buy-in), social
validity measures are needed to better understand consumer (e.g., nursing home staff)
acceptability of a supported preference assessment tool.
Purpose and Research Questions
The current study was conducted to add to the limited research on assessing care
preferences of persons with severe dementia. The aim was to examine the impact of a supported
approach on the consistency of preference ratings over time as well as the type of
communication (i.e., response type) elicited by either approach. Furthermore, this study sought
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to understand how naïve listeners may perceive the communication interactions in the interview,
as a social validity measure. This study examined the following research questions:
1. To what extent will using external supports, in comparison to standard administration,
affect the consistency with which residents respond to preference questions?
2. To what extent will residents’ utterance types differ as a function of assessment condition
(standard and supported)?
3. To what extent will using external supports, in comparison to standard administration,
affect naïve listeners’ ratings of residents’ communication and confidence in the
preference assessment?
It was hypothesized that residents will have more consistent preference ratings across
time in the supported condition than the standard condition. It was hypothesized that preference
elaborations and acknowledgements will be greater in the supported condition. Furthermore, it
was hypothesized that residents will have greater requests for clarification and off-topic
statements in the standard condition. Finally, it was hypothesized that naïve listeners will rate
residents’ communication more positively and express higher confidence toward interviews
conducted in the supported condition than the standard condition.
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CHAPTER TWO:
METHOD
Participants
Residents were recruited from four nursing homes and three assisted living facilities in
Hillsborough and Pinellas County, Florida. Residents met inclusion criteria if they had a
diagnosis of dementia, were English-speaking, over the age of 65, had functional vision, hearing,
communication and reading ability (as determined by screening tests), a BIMS score < 7 (i.e.,
severe impairment) within two weeks of recruitment, and no documented neurological or
psychiatric condition that may impede communication (e.g., aphasia, psychosis, tardive
dyskinesia).
Recruitment began by meeting with each facility’s administrative team to explain the
study and share inclusion criteria. Once administrators agreed to the study, the researcher
provided materials for mailing invitations and consent forms to legally authorized representatives
(LAR) of residents. In two facilities, the researcher attended family council meetings to present
the study to families.
With LAR consent, the researcher met with a staff member in the facility to review the
resident’s medical record to confirm eligibility and record demographic information (age,
gender, and race). The researcher then met with each resident to obtain verbal assent. After
obtaining assent, the researcher administered the Functional Communication Screening
(Bourgeois et al., 2001) and Brief Interview for Mental Status (BIMS; Saliba et al., 2012). The
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BIMS was not administered to residents who had a score on file within two weeks of
recruitment.
Ethical considerations. This study was conducted with approval from the University of
South Florida Institutional Review Board (Appendix A) and the residential facilities’
administrative teams. All residents were informed of the purposes of the study and given
permission to terminate their participation at any time. Consent forms are included in Appendix
B.
Screening Measures
Communication. The Functional Communication Screening (Bourgeois et al., 2001) is
an informal communication measure adapted from the MDS 2.0 (CMS, 2008). This screening
(Appendix C) was administered to assess residents’ vision, hearing, and communication ability.
Residents with highly impaired (score: 3) or severely impaired (score: 4) vision and hearing
scores, who demonstrated non-verbal (score: 1), unintelligible (score: 2), or single word
responses (score: 3) were excluded from the study.
Cognition. The Brief Interview for Mental Status (BIMS; Saliba & Buchanan, 2008;
Appendix D) is a cognitive screener used to assess immediate recall, orientation, and short-term
memory (Saliba et al., 2012). Scores on the BIMS range from 0 to 15. Scores between 13 to 15
indicate no cognitive impairment; 8 to 12 indicate moderate impairment; 0 to 7 indicate severe
impairment. Residents who scored between 8 and 15 (i.e., not < 7) within two weeks of
recruitment were excluded from the study.
Preference Assessment
Question stimuli. A total of 34 activity questions were selected from the Preferences for
Everyday Living Inventory: MDS 3.0 Section F Items with Follow-Up Questions (PELI-NH-
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MDS 3.0 Section F; Preference Based Living, 2019). As previously mentioned, the PELI
contains eight MDS 3.0 items. Questions were divided into two, 17-item sets. The researcher
balanced the sets by questionnaire origin (MDS 3.0 or PELI-NH) and conceptual similarity.
Conceptually similar questions were defined as those with related activities (e.g., food) or
formats (e.g., independent vs. group). For example, the question “How important is it to you to
go outside and get fresh air when the weather is good?” (1a) and “How important is it to you to
do outdoor tasks?” (1b) were considered conceptually similar, and thus placed in different sets.
Question sets are displayed in Table 4.
Table 4. Balanced Question Sets
Question Set 1

Question Set 2

1a. go outside and get fresh air when the weather is
good*

1b. do outdoor tasks

2a. attend entertainment events

2b. listen to music you like*

3a. exercise

3b. use the computer

4a. have reading materials available to you*

4b. learn about topics that interest you*

5a. be a member of a club

5b. do things with groups of people*

6a. watch or listen to TV

6b. keep up with the news

7a. be around children

7b. be around animals such as pets*

8a. participate in religious services or practices*

8b. participate in your cultural traditions

9a. go shopping

9b. do things away from here

10a. take care of plants

10b. take care of the place you live

11a. spend time by yourself

11b. spend time one-on-one with someone

12a. are sports to you

12b. play games

13a. volunteer your time

13b. give gifts

14a. be involved in cooking

14b. have regular contact with family

15a. have regular contact with friends

15b. meet new people

16a. reminisce about the past

16b. watch movies with groups of people

17a. do your favorite activities*

17b. do your favorite hobbies

Note. (*) = MDS 3.0 item. Lower case letters correspond with question set: a = set 1, b = set 2. Same numbered
questions (e.g., 1a and 1b) are considered conceptually similar.

Picture stimuli. Picture stimuli were created through a cognitive interviewing procedure
to enhance face validity (Banna, Vera Becerra, Kaiser & Townsend, 2010). First, picture stimuli
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were selected by the researcher from Google Images™. Simple and high contrast images were
preferred in the selection process. Second, a cognitive interviewing session was conducted with
an expert panel of five assisted living residents (2 male; 3 female). Experts were selected and
invited to volunteer by a staff member in the facility; they had no known diagnoses of dementia.
Before beginning, the researcher informed the panel that the purpose of the interview was to help
create a preference questionnaire for older adults living in long-term care; their participation was
voluntary and could be discontinued at any time.
To begin the interview, the researcher showed a picture without text via PowerPoint and
asked the panel, “What does this picture represent to you?” The researcher then showed panelists
the picture with the text via PowerPoint and stated, “This question asks, ‘How important is it to
you to [insert question content]?’ Is there a better way we could illustrate this question for longterm care residents?” The researcher recorded their responses to both questions on paper. A
summary of these data is displayed in Table 5.
Table 5. Summary of Cognitive Interviewing Data
Question

What does this picture
represent to you?

Is there a better way we could
illustrate this question?
(majority opinion)
No
Change: Singing, playing guitar,
dancing, magic, broad casting
No
Change: Magazines and books
Change: no name tags in clubs

Percent in Favor of Change

1a
2a

Clouds, serenity, landscape
Speaker; microphone

3a
4a
5a
6a
7a
8a

Exercise
Books
Family reunion; people;
friends
TV
Children
Praying

No
No
No

0%
0%
0%

9a

Shopping

No

0%

10a

Plants; watering plants

No

0%

11a

Peace, outside, resting

No

0%

12a

Sports

No

0%

20

0%
100% (5/5)
0%
80% (4/5)
100% (5/5)

Table 5 (Continued)
13a
14a
15a
16a

Family getting dinner;
catering
Cooking; soup
Club; get-together; friends
Bad resolution

17a
1b

Activities, games, relax
Gardening; rake

2b
3b
4b
5b
6b
7b
8b
9b
10b

16b

Music, peaceful
Computer
Learning
Group activity; games
News
Pets
Thanksgiving; dinner
Transportation
Living in a clean
environment
Two friends, sitting and
drinking coffee
Games
Gifts; presents
People watching a movie;
theatre
Meeting someone; meeting
new people
Family; happiness

17b

Pastime/ hobbies

11b
12b
13b
14b
15b

Change: Helping others; pushing
a wheel chair
No
No
Change: Clearer picture; color
photo albums or black and white
No
Change: Raking leaves or
mowing lawn
No
No
No
No
No
No
No
No
No

100% (5/5)

No
No
No
No

20% (1/5); “maybe less
smiling” x1
0%
0%
0%

No

0%

No

20% (1/5); “contact on the
phone” x1
80%

0%
0%
100% (5/5)
0%
3/5 (60%)
0%
0%
0%
0%
0%
0%
0%
20% (1/5); “I drive myself” x1
0%

Change: golfing; increase picture
size
Note. In column one, lower case letters indicate question set: a = set 1, b = set 2. Column two represents panelists’
initial responses; column three includes suggestions for change from the majority; column four includes the
percentage in favor of the proposed change. If a change was suggested by only one person (e.g., 16b), this statement
was provided in column four.

The researcher reviewed the data and determined which images required changes.
Criteria for change included suggestions for improvement from at least three members (i.e.,
majority) of the panel on a single image. Panelists suggested changes based on visibility (e.g.,
clarity and contrast) and alignment of the image with their own experiences and perceptions. For
example, when shown a picture of a stack of books to represent “reading materials” (4) the panel
indicated that they also read magazines, including popular titles such as Reader’s Digest. Six of
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the 34 items were changed (2a, 4a, 13a, 16a, 1b, 17b) after completing the cognitive interview;
these changes are described in Table 6.
Table 6. Description of Image Changes
Image Descriptions (Original and New)
2a. attend entertainment events
Original: 1950s microphone
New: dancers
4a. have reading materials available to you
Original: stack of books
New: books and magazines (Good Housekeeping,
Reader’s Digest, and Classic Cars)
5a. be a member of a club
Original: men and women standing together, wearing
name tags.
New: men and women wearing hats and badges.
16a. reminisce about the past
Original Image: black and white photographs on offwhite paper
New: color photographs in spiral-bound albums
1b. do outdoor tasks
Original: Person using a rake in the dirt
New: Person mowing grass

Explanation of Change
Panelists described the picture as “microphone”;
suggested improvement was a dancer, singer, or
guitarist. Final image was chosen based on clarity and
level of contrast.
Panelists shared that they also read magazines, such
as Good Housekeeping, Reader’s Digest, and Classic
Cars.
Panelists indicated that the original image appeared to
be a “family reunion”. In their collective opinion, club
members do not wear name tags. A suggested club was
the Red Hat Society.
Panelists indicated this image had poor visibility;
photographs could be color or black and white.
Panelists described the original picture as
“gardening”; suggested outdoor tasks including
raking leaves or mowing the lawn. Final image was
chosen based on clarity and level of contrast.
Panelists indicated that the images should be enlarged,
and that golf was another common hobby.

17b. your favorite hobbies
Original (2 images): man woodworking; hands knitting
New (3 images): originals made larger; third image
added (golf club and ball)
Note. In column one, lower case letters indicate question set: a = set 1, b = set 2.

Once finalized, picture stimuli were printed, laminated, and cut into 8x8 inch cards
(Appendix G). Text on each card was typed in 36-point, Arial font. Figure 2 provides an example
of picture stimuli for the question “How important is it to you to take care of plants?” (10a) (See
page 23).
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Figure 2. Picture Stimuli Example
Note. Image Source: Nikkytok. (Photographer Username). (n.d.) Hand Watering a Plant with Watering Can [digital
image]. Retrieved from https://www.shutterstock.com/image-photo/hand-watering-plant-can73172272?src=hySJlWJD0-_MlaLNV67LzQ-1-34

Preference choice options. The PELI-NH was further modified to include 3 preference
choice options (very important, somewhat important, and not important), rather than the original
5-point Likert scale (Van Haitsma et al., 2012). A 3-point scale was chosen to decrease cognitive
load on residents during decision-making (Foldi, Lobosco, Phil, & Shaefer, 2002). Furthermore,
this format aligns with methods in prior research on externally supported preference assessments
(e.g., Bourgeois et al., 2016).
Choice options for the supported condition were displayed on a 27x13 inch preference
sorting mat (Appendix H). To create the mat, preference choices were typed on three pages of
white paper in 60-point, Arial font. The pages were glued onto green poster board, then
laminated. A replica of this sorting mat is displayed in Figure 3 (See page 24).
For the standard condition, preference choices were displayed on 8.5x11 inch paper in
48-point, Arial font (Appendix F). Numbers were included next to the choice to replicate the
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format traditionally used for the PELI-NH (see Carey et al., 2017). Figure 4 provides an example
of the standard choice list.

Figure 3. Preference Sorting Mat Replica

Figure 4. Standard Choice List Example
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Experimental Design
This study applied a within-subjects design in which residents received both assessment
conditions. Within-subjects design allows participants to act as their own experimental control,
which reduces variability among participants within an assessment condition.
Independent variable. The independent variable was assessment condition, consisting of
standard and supported. Supported preference assessment included 17 verbal questions presented
with picture stimuli (Appendix G) and a preference sorting mat (Figure 3 or Appendix H).
Standard preference assessment included 17 questions, verbally presented, with a typed choice
list (Figure 4 or Appendix F).
Dependent variables. This study measured (1) consistency of preference choices over
time, (2) resident utterance types, and (3) researcher (“investigator”) utterance types. Preference
choices included very important, somewhat important, and not important. Consistency was
measured by comparing residents’ choices from Time 1 (T1) to Time 2 (T2). Resident
utterances types included preference acknowledgements, preference choices, preference
elaborations, requests for clarification, filler utterances, and off-topic utterances. Investigator
utterance types were measured to monitor procedural fidelity; these utterances included script
reading, practice question, prompts, clarifications, inquiries, filler utterances and other
utterances. Third party interactions (e.g., a nurse walking in the room) were coded as
interruptions. Utterance types are defined in Table 7 (See page 26).
Assessment condition (standard; supported) and question set (1; 2) were counterbalanced
across residents to prevent order effects. A total of four, counterbalanced orders were randomly
assigned to residents to ensure each order was represented in the sample; these arrangements are
displayed in Table 8.
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Table 7. Definitions of Coded Utterance Types
Type
Code
Resident Participant Utterances
Preference
2A
Acknowledgment
Preference Choice
2C
Preference
Elaboration
Request for
Clarification
Filler utterance

2E
2R

Off-topic utterance

2O

Investigator Utterances
Script reading
Practice Question
Prompt
Clarification

1S
1Q
1P
1L

Inquiry

1Y

Filler utterance

1F

Other

1O

Interruptions
Interruption

3N

2F

Definition
Statement that is on-topic in regard to examiner prompt, but not a direct
preference choice (e.g., “I enjoy that.” “I like it.”)
Statement indicating a response to the interviewer’s question; any of the 3
response choices (e.g., “somewhat important”) or “yes” (verbal/non-verbal) in
reply to examiner’s inquiry.
A response that expands on their preference (e.g., a story related to the
preference choice).
A statement or request for the interviewer to clarify, restate, or re-explain the
prompt. (e.g., “I don’t understand.”; “what was that?”)
Any speech act that serves to regulate the conversation without providing
content, particularly acknowledgments (e.g., mm-hmm, okay, I see, alright).
Any question or comment that is not a preference acknowledgement, choice,
elaboration, request for clarification, or filler utterance.
Reading of any of the two scripts.
Examiner completes practice question procedures with resident.
Original reading of the preference question item.
Any speech act that serves to:
a) Clarify the purpose of the current task or re-explain the activity and/or
procedure.
b) Clarify the content of stimuli; this may include repeating the question prompt
Instructive comments (e.g., repeating the 3 choices) or requests for additional
content related to the prompt (e.g., Would you say that this “Very Important” to
you?).
Any speech act that serves to regulate the conversation without providing
content, particularly acknowledgments (e.g., mm-hmm, okay, I see, alright) or
reflecting back the resident’s choice.
Any question or comment that is not the scripts, reading prompts, clarifications,
inquiries, or fillers.
Any utterance that is from an outside voice, such as a nurse walking into the
room. The investigator’s or participant’s reply to the interruption should also be
coded as such.

Table 8. Counterbalancing of Condition and Question Set
Order

Time 1

Time 2

A

St2, Su1

Su1, St2

B

Su2, St1

St1, Su2

C

Su1, St2

St2, Su1

D

St1, Su2

Su2, St1

Note. St = standard; Su = supported; 1 = Question Set 1; 2 = Question Set 2
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Procedures
All interviews took place in the resident’s room or another quiet area in the facility. At
the start of each interview, the researcher read from a script (Appendix E) that explained the
purpose and instructions of the task. Residents were given one example question (How important
is it to you to watch TV?) and one practice question (How important is it to you to use the
telephone?) before each condition. The researcher asked the resident if he or she had any
questions before the interview began.
During the assessment, if the resident acknowledged the preference, but did not provide a
choice, the researcher inquired further (e.g., “Is it very, somewhat, or not important?) while
pointing to list/sorting mat. Residents who said “important” or “so-so” in response to preference
questions, were asked if the item was very or somewhat important. If the resident provided an
off-topic utterance or requested clarification, the researcher restated the purpose of the task or
explained the stimuli. For example, if the resident asked, “What do you mean by ‘hobbies’?” the
researcher stated a definition and example (e.g., “something you enjoy and do in your spare time,
such as knitting or woodworking). If the resident had a question about picture stimuli,
clarification was provided.
There was a 5-minute break between assessment conditions (interviews) in which no
discussion of preferences took place. The resident was offered the choice of a simple matching
task or an alternative if suggested by the resident (e.g., reading a magazine). Residents were
interviewed again exactly 1 week later. The researcher followed the same procedures (script
reading, practice question, etc.) in the resident’s counterbalanced order (Table 8). Each visit
(both assessment conditions) lasted approximately 30 minutes.
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Data Collection
The researcher recorded each resident’s preference choice on a data sheet (Appendix I)
during the session. Preference choices were assigned a numeric value (0: not important, 1:
somewhat important, 2: very important). Values corresponding with resident choices were
entered into a spreadsheet, organized by condition, question set, and time. Consistency of
preference selection was determined by comparing the difference between values in T1 and T2.
Interviews were audio recorded with a digital recording device (Olympus WS-852).
Recordings were transcribed by trained research assistants. Transcriptions were coded for
resident and investigator utterances types (Appendix L, M). Codes were entered into
spreadsheets organized by speaker (investigator or resident), condition, and time.
Reliability
The researcher conducted all interviews and recorded preference choices on preference
data sheets. Trained research assistants (RAs) listened to and transcribed all audio recordings.
Two RAs (RA1 and RA2) were assigned the task of coding utterance types. The researcher
conducted training sessions to ensure the RAs’ understanding of utterance definitions and codes. RAs
practiced codes in 100-line intervals on a randomly selected transcript. After each interval, the
researcher reviewed the codes and discussed any disagreements. Training for codes continued until
RAs reached 80% agreement.
After training, two transcripts were randomly selected to measure inter-rater reliability. Inter-

rater reliability was calculated by dividing the number of codes in agreement by the total number
of possible agreements and multiplying by 100. Inter-rater reliability between RAs was 90%
(range: 86% - 97%).
Inter-rater reliability was computed again once all coding was completed. A random
sample of four transcripts (out of 42) was selected from each RA for re-coding (total of 8). RA1
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re-coded four transcripts that were coded by RA2, and vice versa. All recoded samples were
compared to the original to compute inter-rater reliability. The total inter-rater reliability for
coding was 87% (range: 80% - 97%).
A third RA assisted in determining the reliability of preference choice data by re-scoring
a random selection of 8 (20%) interviews. The researcher conducted a training session to ensure the
RA’s understanding of question prompts, preference choices, and the data sheet. The re-scored data

sheets were compared to the originals to determine reliability. The total reliability for preference
scoring was 99.6% (range: 97% - 100%).
Investigator utterances, including script reading, practice questions, prompts,
clarifications and inquiries (Table 7 or Appendix M), were coded and analyzed to monitor
procedural (i.e., assessment administration) fidelity.
Social Validity Procedure
A social validation procedure was used to examine the extent to which external supports
influenced naïve listeners’ perceptions of the communication exchanges, with no knowledge of
the assessment condition.
The researcher randomly selected 20% (four) of residents’ audio samples for this task. A
total of eight audio samples were used (2 conditions x 4 residents). Since each resident had two
recordings (T1 and T2) from 2 conditions (supported and standard), the researcher randomly
selected whether each condition would be from T1 or T2. These audio selections were edited to
isolate the assessment condition and remove any detail pertaining to the procedures (e.g.,
explanation of visuals). Edited samples were placed in random order and labeled with codes.
Final audio selections are displayed in Table 9.
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Table 9. Summary of Random Audio Selections
Resident ID
Supported Condition Time
Standard Condition Time
2
2 (part 2)
1 (part 2)
5
2 (part 1)
1 (part 1)
8
1 (part 2)
2 (part 2)
14
1 (part 1)
2 (part 1)
Note. The selections, though “random”, may appear symmetrical; this is merely coincidence. ID = identifier. “Part
1” means the condition occurred first in the recording; “part 2” means the condition occurred second in the
recording.

A survey was created for judges to rate their agreement toward residents’ clarity of
preference choice (statement 1), elaboration of choice (statement 2), expressions of ambiguous
information (statement 3), need for questions repeated (statement 4), their personal confidence in
understanding preferences (statement 5) and recommending preferred activities (statement 6).
Each statement was rated on a 5-point Likert scale (Appendix O).
Judges were eligible to participate if they were age 18 or older and a student at the
University of South Florida. The researcher advertised the opportunity through mass e-mails and
paper flyers. A total of 10 naïve judges were recruited. Demographic data is provided in Table 10
(See page 31).
The researcher met with judges (1 or 2 at a time) in a private lab space containing
computers and headphones for the listening task. After signing the informed consent (Appendix
B), judges completed a demographic information sheet (Appendix N). Next, the researcher
provided eight Likert scale surveys to each judge (1 per audio sample). After explaining the
procedure, the researcher invited the judges to ask questions. Judges then confirmed
understanding and the rating task began. After completion, the researcher recorded the ratings
into a spreadsheet organized by statement number and condition.
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Table 10. Demographic Information for Naïve Judges
ID
1
2
3

Age
24
23
20

Gender
Female
Female
Female

Academic Standing
Undergraduate
Graduate
Undergraduate

4

30

Female

Graduate

5

23

Female

Undergraduate

6

42

Female

Graduate

7
21
Female
8
27
Female
9
37
Female
10
35
Male
Note. ID = identifier.

Undergraduate
Graduate
Graduate
Graduate

Experience with Dementia (paraphrased)
Relative with dementia
Relative with dementia
None
Talked to a person with dementia (non-relative);
learned about it in class
Knew a person with dementia (non-relative); learned
about it in class
Volunteers at an adult day center; relative with
dementia; counsels caregivers; worked in a memory
disorders clinic
Some knowledge; minimal contact
None
None
None

Data Analysis
All statistical analyses were performed using SPSS statistical analysis software, version
24. Descriptive statistics were calculated using mean, standard deviation, and range.
Consistency. Consistency was measured by computing the agreement from T1 to T2 for
both conditions. The numeric values for each preference choice (0, 1, and 2) in T1 were
subtracted by the choice for the same question in T2. Every subtraction that resulted in a zero (0)
was counted as a “match” (i.e., no difference from T1 to T2); every non-zero value was counted
as a non-match. The total number of matches were divided by the total number of possible
matches (17), to create a percentage of agreement. For one participant, one question was
accidentally skipped in standard T2; therefore, the choice value was omitted from standard T1
and agreement was calculated out of 16, to ensure a balanced comparison. Paired-samples t-tests
were computed to compare agreement in the standard condition to agreement in the supported
condition.
A total change score was also calculated to account for more subtle changes in
preferences (e.g., very to somewhat important). The sum of choice values (2, 1, and 0) were
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added to generate a score for each time and condition. The difference between agreement and
change score calculations are illustrated in Table 11.
Table 11. Example of Change Score and Agreement Score Calculations
Change
Question

Time 1 Choice

Agreement
Time 2 Choice

Time 1 – Time 2

1
2
3

2 (very)
2 (very)
0
0 (not)
1 (somewhat)
-1
1 (somewhat)
1 (somewhat)
0
=3
=4
Total Matches: 2/3
Change Score = |3-4| = 1
Agreement = 67%
Note. In column four, any non-zero value (-1) is a “non-match”; there were two out of 3 possible matches in this
example.

The total change score was equal to the absolute value of the difference between choice
values for T1 and T2 scores. Paired-samples t-tests were computed to compare change scores in
standard and supported conditions, as well as analyze the equivalence (balance) of question sets.
Finally, Pearson Correlations were computed to analyze test-retest reliability within both
conditions.
Resident utterance types. Resident utterance types (acknowledgements, choices,
elaborations, off-topic utterances, and requests for clarification) were first analyzed by
comparing percentage of the type within conditions. In other words, utterances were compared
within one condition rather than between standard and supported; this analysis was conducted to
rule out differences between utterances from T1 to T2. Percentages were calculated by taking the
sum of one type, dividing by the sum of all utterances (excluding fillers), and multiplying by
100. This calculation resulted in 16 sets of utterance type percentages. Thus, a total of 8 pairedsamples t-tests were computed to compare utterance types across T1 and T2 within standard and
supported conditions.
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Next, four paired-samples t-tests were computed to analyze differences in response types
between conditions. The sum of T1 and T2 utterance types were divided by the total number of
utterances and multiplied by 100, to generate a percentage for each type in each condition. For
example, the sum of acknowledgements in supported T1 and T2 was divided by the sum of all
utterances in both supported conditions (T1 and T2). Filler utterances and responses to the script
or practice questions were not included. Effect sizes were calculated using Cohen’s d (small: .20,
medium: .50, large: .80; Cohen, 1992).

Investigator utterance types. Investigator prompts, clarifications, and inquiries were
analyzed to measure procedural fidelity within conditions. Percentages were calculated by taking
the sum of the utterance type (e.g., prompts), dividing it by the total number of utterances
(excluding fillers and other statements), and multiplying by 100. This calculation generated 12
sets of utterance type percentages. A total of six paired-samples t-tests were computed to analyze
the difference between prompts, clarifications, and inquiries from T1 to T2 within a condition.
Effect sizes were calculated using Cohen’s d (Cohen, 1992).
Social validity. Six paired sample t-tests were conducted to analyze differences between
naïve judges’ average ratings on Likert scale statements in the supported and standard condition.
Effect sizes were calculated using Cohen’s d (Cohen, 1992).
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CHAPTER THREE:
RESULTS
A total of 31 residents were recruited. After screening procedures, 22 ultimately met
inclusion criteria. One resident’s participation was discontinued due to discharge; therefore, a
total of 21 residents completed the study. All residents (N=21) were female, and the majority
(85.7%) were Caucasian. Residents had an average age of 89 and an average BIMS score of 4.
Demographic information is displayed in Table 12.
Table 12. Demographic Characteristics of Residents
Characteristic
Total (N=21)
Gender, n (%)
Male
0 (0%)
Female
21 (100%)
Race, n (%)
Caucasian
18 (85.7%)
African American
3 (14.3%)
Age
88.9 ± 7.55 (77-103)
BIMS score
4 ± 2.00 (0-7)
Note. BIMS = Brief Interview for Mental Status. Data for Age and BIMS are described as Mean ± Standard
Deviation (Range).

Consistency of Preference Choices
The first research question asked: To what extent will using external supports, in comparison
to standard administration, affect the consistency with which residents respond to preference
questions? One participant was excluded from the analysis due to having a standard agreement
score of 6% and change score of 32, which is two standard deviations below the mean for these
data and therefore an outlier. Results of paired-samples t-tests showed no significant difference
between agreement scores for standard (M= 58.5%, SD = 15.942) and supported (M= 62.7%, SD
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= 16.664) conditions; t (19) = -1.390, p = .181. There were also no significant differences
between standard condition change scores (M = 3.0, SD = 1.919) and support condition change
scores (M = 3.2, SD = 2.687); t (19) = -.408, p = .668.
Question set analysis. Two paired-samples t-tests were computed to ensure question sets
were adequately balanced. The first pair included the sum of choice values for question set 1
verses question set 2 in T1. The second paired included the sum of choice values for question set
1 verses question set 2 in T2. There were no significant differences between set 1 (M = 20.6, SD
= 6.125) and set 2 (M = 22.3, SD = 6.416) in T1; t (19) = -1.746, p = .097. And there were no
significant differences between set 1 (M = 20.5, SD = 4.947) and set 2 (M = 21.4, SD = 5.716) in
T2; t (19) = -1.047, p = .308.
Test-retest reliability. Correlation analysis of T1 and T2 assessments showed evidence of
adequate test-retest reliability for both supported (r = .777, p = .000) and standard (r = .789, p =
.000) conditions.
Resident Utterance Types
The second research question asked: To what extent will residents’ utterance types differ
as a function of assessment condition (standard or supported)? The first analysis showed no
significant differences for preference acknowledgements, elaborations, off-topic statements or
requests from T1 to T2 for either condition. Results of utterance type comparisons within
conditions are displayed in Table 13 (See page 36).
The second analysis compared utterance types between conditions. Results showed a
significant difference between requests for clarification in the standard (M = 7.14, SD = 4.799)
and supported (M= 4.67, SD = 4.789) conditions; t (20) = -3.026, p = .007. Cohen’s effect size
(Cohen, 1992) was computed, showing a medium to large practical significance (d = .52). No
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significant differences were found for acknowledgments, elaborations, and off-topic utterances.
Results are displayed in Table 14.
Table 13. Differences in Resident Utterance Types within Conditions
Supported Condition
Time 1

Time 2

Type

M (%)

SD

M (%)

SD

t (20)

p

Acknowledgement

18.00

11.54

19.95

13.45

-0.87

.394

Elaboration

33.11

21.05

30.72

21.34

0.92

.371

Off-Topic

9.15

11.45

4.48

6.46

1.76

.094

Requests

3.69

3.23

5.54

7.25

-1.26

.224

Standard Condition
Time 1

Time 2

Type

M (%)

SD

M (%)

SD

t (20)

p

Acknowledgement

15.69

11.52

19.43

12.52

-1.30

.208

Elaboration

29.52

20.45

26.67

21.28

0.74

.467

Off-Topic

9.16

15.45

6.14

8.24

-.867

.396

Requests

7.51

6.86

6.90

5.22

0.42

.682

Note. M = Mean. SD = standard deviation.

Table 14. Differences in Utterance Types between Standard and Supported Conditions
Standard

Supported

Type

M (%)

SD

M (%)

SD

t (20)

p

Cohen’s
d

Acknowledgement

16.81

10.27

18.71

11.47

1.48

.155

0.17

Elaboration
29.19
19.33
32.95
Off-Topic
9.33
12.55
7.90
Requests
7.14
4.80
4.67
Note. M = Mean. SD = standard deviation. (*) = p < .05.

20.88
8.73
4.79

1.49
-.487
-3.03

.151
.632
.007*

0.19
0.13
0.52

Procedural Fidelity
Investigator utterances (prompts, clarifications, and inquiries) were analyzed to measure
differences within conditions. Results showed significant differences between the percentage of
prompts in standard T1 (M = 44.08%, SD = 23.412) and standard T2 (M = 51.24%, SD =
18.559); t (20) = 2.325, p = .031. Effect size calculations showed medium effect (d = .34). Note
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the raw number of prompts did not significantly change, rather the percentage of prompts
changed. This result is likely due to a change in the total number of utterances.
Results also showed a significant difference in the number of clarifications in the
standard T1 (M = 16.96, SD = 10.150) and standard T2 (M = 11.99, SD = 8.098), t (20) = -2.472,
p = .023). Effect size calculations showed medium effect (d = .54). No other significant
differences were found. Results are displayed in Table 15.
Table 15. Differences in Investigator Utterance Types within Conditions
Supported Condition
Time 2
Type
M (%)
SD
M (%)
Prompt
46.01
19.74
51.26
Clarification
10.62
9.41
11.84
Inquiry
43.37
15.48
36.9
Standard Condition
Time 1
Time 2
Type
M (%)
SD
M (%)
Prompt
44.08
23.41
51.24
Clarification
16.96
10.15
11.99
Inquiry
38.96
14
36.77
Note. M = Mean. SD = standard deviation. (*) = p < .05.
Time 1

SD
23.41
10.96
19.84

t (20)
-1.185
-0.407
1.959

p
.25
.688
.064

SD
18.56
8.10
17.57

t (20)
2.325
-2.472
0.795

p
.031*
.023*
.436

Two additional paired-samples t-test were conducted to understand the difference
between percentage of clarifications in supported T1 compared to standard T1, as well as T2 for
both conditions. Results showed a significant difference in the percentage of clarifications in
supported (M = 10.62, SD = 9.408) and standard (M = 16.96, SD = 10.150) conditions in T1; t
(20), p = .016. Effect size calculations showed medium to large practical significance (d = .65).
Social Validity
The third research question asked: To what extent will using external supports, in
comparison to standard administration, affect naïve listeners’ ratings of residents’ preference
communication (items 1-4) and confidence in the results of the preference assessment (items 56)? Overall, judges agreed that residents provided clear (item 1) and elaborated (item 2)
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preference choices. Judges were neutral toward residents’ need for questions to be repeated (item
3) and disagreed that residents provided ambiguous information (item 4). Finally, judges
expressed agreement toward having confidence in understanding the resident’s preferences (item
5), as well as their ability to recommend an activity for that person (item 6). No significant
differences were found between ratings in supported and standard conditions. Social validity
results are displayed in Table 16.
Table 16. Analysis Results for Social Validity Ratings (N=10)
Supported

Standard

Item
M
Mdn
Range
M
Mdn
Range
1.The participant provides
2.2
2
1-4
2.1
2
1-5
clear preference choices.
2. The participant elaborates
2.7
2
1-5
2.7
2
1-5
on his/her preference choices.
3. The participant needs the
3.0
3
1-5
2.9
3
1-5
interview questions repeated.
4. The participant provides
3.6
4
1-5
3.7
4
2-5
ambiguous information in
response to questions.
5. I am confident in my ability
2.1
2
1-4
2.2
2
1-5
to understand this person’s
preferences.
6. I am confident I could
2.2
2
1-5
2.2
2
1-4
recommend an activity for
this person.
Note. M = mean; Mdn = median; 1=strongly agree, 2=agree, 3=neutral, 4=disagree, 5=strongly disagree.
Significance (p-value) computed using means.
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p
.500
1.00
.593
.522
.637
.884

CHAPTER FOUR:
DISCUSSION
The first objective of this study was to examine the effect of preference assessment
method (supported vs. standard) on residents’ consistency of preference choices over a 1-week
period. It was hypothesized that supported preference assessment, in comparison to standard
preference assessment, would result in higher consistency; however, the results did not support
this hypothesis. Preference assessment method did not significantly affect the consistency with
which residents were able to report preferences.
Previous research has examined consistency using only a single assessment method with
residents with mild and/or moderate dementia. Carey and colleagues (2017) found that residents
with mild-to-moderate dementia can consistently report preferences over a 3-month period, using
a standard approach. Bourgeois and colleagues (2016) found that residents with moderate
dementia can consistently state preferences over a 1-week period, using a supported approach.
This study adds that residents with severe dementia can respond to both standard and supported
preference assessments with similar levels of consistency, over a 1-week period.
Similarities between assessment conditions may have contributed to lack of differences in
consistency. For instance, both conditions contained three choice options in written (typed) form.
It is possible that neither adaptation was sufficient in supporting greater levels of consistency.
This is not to say, however, that even normal-aging adults would have reported consistent
preferences. A study by Van Haitsma and colleagues (2014) that used the PELI for community
dwelling elders found that normal-aging older adults (n = 37; average age 82) were just as
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“(in)consistent” (p. 6) as college students (n = 50; average age 20) when reporting preferences
twice, over a 1-week period.
Preferences may change for various reasons. Heid and colleagues (2016) found that
residents’ preferences may fluctuate depending on their perceived ability to do an activity. Van
Haitsma and colleagues (2014) found that leisure and social preferences may be more likely to
vary over time than other categories, such as personal care preferences (e.g., preferring bath or
shower).
The second objective of this study was to examine the impact of preference assessment
method on utterance types by persons with dementia. It was hypothesized that supported
preference assessment would result in more preference elaborations and acknowledgements, and
fewer requests for clarification and off-topic statements when compared to standard preference
assessment. Residents made significantly more requests for clarification in the standard
condition than in the supported condition. This finding suggests comprehension of preference
questions improved with use of supported assessment methods. Importantly, off-topic statements
were a low percentage of overall utterances for both conditions, providing further evidence that
persons with severe dementia can successfully engage in conversations about their preferences.
Lack of difference in preference elaborations was unexpected given the literature on
external cues for supporting communication in dementia (e.g., Bourgeois et al., 2001). These
results are likely due to the use of generic, versus personally-relevant, images. In a study
examining image differences, Benigas and Bourgeois (2011) found that persons with dementia
(N=20) expressed more novel on-topic comments with personally-relevant images than generic
images during reading comprehension tasks. Developing a preference assessment with
personalized images for every resident may be difficult to achieve in real world practice;
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therefore, other efforts should be made to ensure images and questions are as personalized as
possible. This personalization may be achieved through cognitive interviews containing a larger,
more diverse sample of older adults, in which interviews are repeated until consensus is
achieved.
Investigator utterances were not an objective of study; however, these data added to the
examination of possible differences in resident responses to both assessment conditions.
Specifically, investigator utterances gave insight toward the level of instruction provided to
residents during choice-making. Results showed a significantly higher number of clarifications
in standard T1 than standard T2. This finding suggests residents were more proficient in
understanding the procedures and stimuli in the second standard assessment. Perhaps the first
standard session provided sufficient practice, allowing residents’ understanding of the
assessment to improve (i.e., learning) and, thus, requiring less clarification from the researcher.
Practice-induced learning is supported in the literature on Spaced-Retrieval Training for
dementia (Hopper et al., 2013).
Furthermore, there were significantly fewer clarifications in supported T1 than standard
T1. Residents with severe dementia may find it easier to comprehend assessment procedures and
stimuli when provided in a supported format. This finding is supported by residents’ expression
of fewer requests for clarification in the supported condition.
The third objective of this study was to assess the effect of assessment method on naïve
judges’ ratings of preference communication and confidence in the preference assessment. It was
hypothesized that judges would rate participants’ communication more positively and with
higher confidence in the supported condition than the standard condition; however, the results
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showed no significant differences. These findings suggest that residents performed similarly in
both assessment conditions.
Overall, naïve listeners were positive toward participants’ communication and expressed
similar levels of confidence across conditions. Neutral responses toward needing “questions
repeated” (item 3) is likely due to participants needing to be reminded of choice options (very,
somewhat, etc.), rather than having the whole question repeated. This observation leads to
suggestions for modifying this measure, which will be discussed later in this chapter.
Importantly, the judges came from various backgrounds, yet seemed to share confidence
in their ability to understand each residents’ preferences. These results support the findings of
Bourgeois and colleagues (2016), that nursing home staff may benefit from involving persons
with dementia in care planning. Furthermore, these findings support the acceptability of this
assessment for novel users, such as nursing home staff.
Contributions to Existing Evidence
This study contributes to the knowledge of methods and outcomes related to assessing
preferences of residents with severe dementia who live in residential care. This study was the
first to measure the effect of standard and supported assessment on consistency of preference
choice, adding that residents with severe dementia can respond to both methods with similar
levels of consistency. This study also adds that residents may have better comprehension of
assessment stimuli and procedures when provided in a supported format. In contrast to previous
research, this study demonstrates that preference assessments can be conducted without proxy
participation. Finally, this study may have more external validity than previous research due to
its use of the BIMS and question stimuli from the MDS 3.0 and PELI-NH.
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Implications for Practice
This study yields important information on the potential benefits of using supported
preference assessments with persons with severe dementia. Externally supported tools may lead
to greater efficiency and less frustration during interviews as residents showed improved
comprehension (i.e., fewer requests and clarifications) when presented in the supported format.
Residents needed less clarification in the first supported condition, suggesting supported
measures may be easier for staff to administer to a resident they are meeting for the first time.
Furthermore, given the high prevalence of hearing loss among older adults (Lin, Thorpe,
Gordon-Salant, & Ferrucci, 2011), supported preference assessments may be beneficial beyond
nursing home residents with cognitive impairment.
This study also provides a model for adapting preference assessments for residents who
have challenges participating in traditional measures. The MDS 3.0 manual acknowledges that
“most residents capable of communicating can answer questions about what they like” (p. 160;
CMS, 2018), and that nursing homes should “offer alternatives such as writing, pointing, sign
language, or cue cards” for those who have difficulty communicating (p. 206; CMS, 2018).
Beyond these recommendations, staff are offered no further guidance within this manual for how
to create or implement visual and text supports in practice. The lack of representation in care
plans among residents with severe dementia (McCreedy et al., 2018) suggests that staff are not
utilizing communication alternatives. Specific instructions, such as those provided in this study,
are needed if staff are expected to implement supported approaches in practice. In general, staff
use of “alternatives” for verbal communication are poorly understood and warrant further
investigation.
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The average agreement of resident choices was around 60% from T1 to T2 for both
conditions. Previous studies have reported that activity preferences are more likely to change
than other preference categories (Van Haitsma et al., 2014). Current MDS 3.0 regulations require
residents to be assessed upon admission, annually, and if a significant change in status occurs
(CMS, 2018); however, this frequency may not be enough to maintain relevant care plans. Staff
may need to assess activity preferences more frequently than other preference areas.
Importantly, this study calls to question the weight that nursing home staff may place on
cognitive screenings as a measure of decision-making ability. Studies have shown that residents
who have dementia are at increased risk of being excluded from interviews (Thomas et al.,
2014). Persons with dementia can and should be involved in preference assessment whenever
possible. In the words of Mozley and colleagues (1999), “not knowing where I am, doesn’t mean
I don’t know what I like” (p. 776).
Anecdotal data. There are several anecdotal observations that are important to discuss
regarding the practical implications of this study. First, resident behavior during the interview
seemed more dependent on personality than condition. For example, residents who were more
talkative about preferences tended to remain this way throughout both assessment conditions. In
contrast, residents who were more reserved tended to follow the procedures of choice-making,
without elaborating further. It would be worth examining whether adding open-ended prompts
(e.g., What else can you tell me about the music you like?) would help encourage more
elaboration.
Second, this assessment was limited to a 3-point Likert scale to reduce cognitive effort;
however, many participants seemed to find these options restricting. For example, some residents
asserted that a preference was “important”; it was neither “very” nor “somewhat”. Other
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participants expressed “it’s important, but I can’t do that.” In these scenarios, the researcher had
to inquire further. For example, one participant said she would like to “go shopping”, but
“[didn’t] have a car,” so the investigator asked “What if someone were to drive you? How
important would it be?” These observations suggest that this assessment may benefit from a
more flexible set of choice options, particularly one that includes important, but can’t do (Heid
et al., 2017).
Third, every participant was able to complete the interview in its entirety, without
expressions of frustration or refusal to continue. Some staff remarked on the positive changes
they observed in residents’ demeanor after participating in interviews. These observations, along
with residents’ willingness to participate, suggests that preference assessments may be an
enjoyable activity for residents. In other words, they may be helpful beyond adding content to a
care plan.
Furthermore, one participant was suspected to have undiagnosed primary progressive
aphasia. Her speech began to fatigue toward the end of the supported interview, at which point
the researcher instructed her to simply place the choice option on the mat, without speaking, to
reduce further difficulty. The resident was able to successfully participate in the rest of the
interview in this manner, while the investigator recorded her choices on the preference data
sheet. This assessment may be appropriate for adults with language impairments, such as aphasia
and dementia-associated communicative decline; however, more research is needed. Implications
for future research are discussed in Chapter Four.
Finally, despite the cognitive decline that is often associated with severe dementia, many
residents expressed a keen understanding of their circumstances and the events happening in
their environment. Resident quotes provided in Table 17 further illustrate these findings. Their

45

expressions often aligned with the researcher’s own observations of the facility, its residents, and
the activities being offered. For example, one resident expressed a desire to garden, even though
outdoor activities were not being provided (quote 4). Many residents expressed opinions that
opposed reminiscing about the past (quotes 7 and 8); this is surprising as reminiscence programs
are a staple of many nursing home and assisted living activity calendars. Taken together, these
observations highlight the importance of asking residents with dementia about their preferences
and how this can inform person-centered care. If activities are planned based on generic or
uninformed assumptions, facilities may fail to consider the unique interests, aspirations, and
needs of each resident.
Table 17. Select Resident Quotes Regarding Preferences
(1) How important is it to you to go shopping? (9a)
Resident: I would, but I can’t get out.
(2) The question “How important is it to you to take care of the place you live?” (10b) made a resident think of
her bathroom, which led to the following statement:
Resident: I hate my bathroom…I’m 93 years old and I can take a shower myself…and for [nursing
aids] to walk in and say “Okay [name] we’re gonna give you a bath today.” I keep saying “No, no, no.
Let me do it.” *
(3) How important is it to you to keep up with the news? (6b)
Resident: …I often turn on (the news)…I can't stand Trump, but (I) let him rattle on.
(4) How important is it to you to do outdoor tasks? (1b)
Resident: I don’t do anything outdoors now… I would like to have flowers and a small garden maybe.
(5) How important is it to you to be involved in cooking? (14a)
Resident: I used to like to cook and I used to like to plan meals. I don't do that anymore.
(6) How important is it to you to reminisce about the past? (16a)
Resident: Reminisce about the past? I remember a lot of things in the past…things that I did when I was
young and when I was a little bit older, and I like to remember them things. It’s important to me. I’ve got
all my memories.
(7) “”
Resident: I hate talking about the past… not important.
(8) “”
Resident: Reminisce? Why reminisce? It’s past.
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Table 17 (Continued)
(9) How important is it to you to use the computer? (3b)
Resident: My daughter has told me she would show me how to use a computer. And those phones are all
computerized. **
(10) How important is it to you to do your favorite activities? (17a)
Resident: That's a good question ‘cause I don't know what my favorite activity is.
(11) How important is it to you to be around animals such as pets? (7b)
Resident: Um no I love animals. I loved I should say. Because I can love any animal. But I'm not in a
position to take care of them or have them.
Note. *This resident was correct about her age. **This resident is presumably referring to smartphones.

Limitations and Future Research Directions
While this study provides important information on assessing preferences of residents
with severe dementia, some limitations are evident. First, all interviews were conducted by the
same individual; therefore, it is not known how differences among interviewers may impact
resident responses. In addition, the researcher was a speech-language pathologist who had
previous experience and training in using supported communication strategies. Future research
will examine additional training components that may be needed for translating this practice to
other professions, such as nursing.
Second, the residents in this study were female and mostly Caucasian. Future research
will contain a more diverse sample to increase knowledge of how gender and cultural
background may impact preference assessment participation. This sample should also include
adults with language impairments (e.g., aphasia) to determine what additional supports may be
needed for these populations and potentially establish communication competencies that are
necessary for participation.
Third, this study only obtained audio-recorded data, which limits an understanding of
residents’ nonverbal behaviors during assessment. Data collection in future research will be
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conducted using audiovisual equipment to obtain reliable measures of verbal and non-verbal
communication behaviors.
The reduction of choice options (5 to 3) may limit application of the procedures in this
study to the MDS 3.0 or PELI-NH in practice. Future studies will examine a more flexible set of
options, possibly expanding the scale to its original 5 points. This may also address anecdotal
observations of residents who seemed to find three choices too restrictive. Additional
modifications should be made to include the specific items in the original PELI-NH (see Figure
1), rather than only broad questions. For example, residents who describe a preference as being
important could be offered a visually supported “menu” of additional options, to support them in
selecting specific preferred activities.
Similarities in both conditions (3 typed choice options) may have limited both
interventions’ effects on consistency. Future studies will examine if providing a larger set of
Likert scale options (e.g., 5) has an impact on this variable. Furthermore, the results for
consistency in this study cannot be applied to all areas of preference assessment as this study
only measured activity preferences. Future studies will include personal care preferences (Van
Haitsma et al., 2014) to examine potential differences by preference category.
In addition, this study only examined preference consistency over a 1-week period, while
other studies have examined a 3-month period (Carey et al., 2017). Additional research is needed
to assess the impact of time on preference changes in severe dementia. This research will provide
further insight into the appropriate assessment frequency needed to maintain an accurate plan of
care.
Furthermore, although elaborations were measured in this study, they were not directly
prompted for in the assessment procedure. In other words, residents were only instructed to say
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one of the 3 preference choices; elaborations were spontaneous. Future research will examine
methods of eliciting elaborated responses, such as following stimuli with open-ended questions.
Open-ended prompts may be especially beneficial for residents who would not otherwise
elaborate.
A total assessment time of approximately 30 minutes was observed; however, this study
did not measure differences in time between supported and standard assessments. Future
research will address this limitation to gain insight into efficiency of supported preference
assessment in practice.
Finally, the social validity findings are not directly applicable to practice as they were
conducted with a sample of college students. Future social validity measures will include a
sample of nursing home staff who conduct MDS 3.0 or PELI-NH assessment (e.g., nurses and/or
activities professionals). This research will be conducted using a mixed-methods design to gain
an in-depth understanding of both the experiences and perceptions of staff toward involving
residents with severe dementia in preference assessment. Resident satisfaction will also be
measured to provide additional evidence of acceptability of this practice in long-term care
environments.
Conclusion
The key findings of this study show that residents with severe dementia can report
preferences with similar levels of consistency in both standard and supported conditions;
however, residents may comprehend the assessment better when provided in a supported format.
This study also demonstrates that these residents can successfully engage in preference
interviews without proxy participation. Anecdotally, many residents demonstrated an accurate
understanding of their environment and how they would prefer to spend their days. Future

49

research is needed to optimize visual stimuli, choice options, staff training components,
efficiency measures, and examine acceptability by nursing home staff.

50

REFERENCES
Banna, J. C., Vera Becerra, L. E., Kaiser, L. L., & Townsend, M. S. (2010). Using qualitative
methods to improve questionnaires for Spanish speakers: assessing face validity of a food
behavior checklist. Journal of the American Dietetic Association, 110(1), 80-90.
Benigas, J. E & Bourgeois, M. S. (2011). Evaluating oral reading and reading comprehension in
patients with dementia: A comparison of generic and personally relevant stimuli. NonPharmacological Therapies in Dementia, 2(1), 41-54.
Bourgeois, M. S., Camp, C. J., Antenucci, V., & Fox, K. (2016). VoiceMyChoice: Facilitating
Understanding of Preferences of Residents with Dementia. Advances in Aging Research,
5(6), 131–141.
Bourgeois, M. S., Dijkstra, K. & Burgio, L. D., & Allen-Burge, R. (2001). Memory aids as an
augmentative and alternative communication strategy for nursing home residents with
dementia. Augmentative and Alternative Communication, 17, 196–210.
Carey, C. J., Heid, A. R., & Van Haitsma, K. (2017). Preferences for everyday living:
Understanding the impact of cognitive status on preference importance ratings in nursing
homes. Journal of Gerontological Nursing, 44(5):9-17.
Center for Medicare and Medicaid Services (CMS). (2008). Archived: MDS 2.0 for Nursing
Homes. Baltimore, MD: Center for Medicare and Medicaid Services. Retrieved from
https://www.cms.gov/Medicare/Quality-Initiatives-Patient-AssessmentInstruments/NursingHomeQualityInits/NHQIMDS20.html

51

Centers for Medicare and Medicaid Services (CMS). (2011). Minimum data set (MDS) – version
3.0. Resident assessment and care screening all item listing. Retrieved from
http://www.cms.gov/NursingHomeQualityInits/30_NHQIMDS30TechnicalInformation.a
sp#TopOfPage/
Centers for Medicare and Medicaid Services (CMS). (2012). CMS Announces Partnership to
Improve Dementia Care in Nursing Homes [Press Release]. Retrieved from
https://www.cms.gov/newsroom/press-releases/cms-announces-partnership-improvedementia-care-nursing-homes
Center for Medicare and Medicaid Services (CMS). (2015). Nursing home data compendium
2015 edition. Baltimore, MD: Center for Medicare and Medicaid Services. Retrieved
from https://www.cms.gov/Medicare/Provider-Enrollment-andCertification/CertificationandComplianc/Downloads/nursinghomedatacompendium_5082015.pdf
Centers for Medicare and Medicaid Services (CMS). (2017). State operations manual: Appendix
PP - Guidance to surveyors for long term care facilities. Retrieved from
https://www.cms.gov/Regulations-andGuidance/Guidance/Manuals/downloads/som107ap_pp_guidelines_ltcf.pdf
Center for Medicare and Medicaid Services (CMS). (2018) Long-term care facility resident
assessment instrument 3.0 user’s manual version 1.16. Retrieved from
https://downloads.cms.gov/files/1-MDS-30-RAI-Manual-v1-16-October-1-2018.pdf
Chang, W. D. (2015). Effects of visual stimuli on decision-making capacity of people with
dementia for end-of-life care [unpublished doctoral dissertation]. Columbus, OH: Ohio
State University.

52

Cohen, J. (1992). A power primer. Psychological Bulletin, 112(1), 155-159.
Curyto, K., Van Haitsma, K. S., & Towsley, G. L. (2016). Cognitive interviewing: Revising the
preferences for everyday living inventory for use in the nursing home. Research in
Gerontological Nursing, 9(1), 24–34.
Feliciano, L., Steers, M. E., Elite-Marcandonatou, A., McLane, M., & Arean, P. A. (2009).
Applications of preference assessment procedures in depression and agitation
management in elders with dementia. Clinical Gerontologist, 32(3), 239-259.
Fisher, W. W., Piazza, C. C., Bowman, L. G., & Amari, A. (1996). Integrating caregiver report
with a systematic choice assessment. American Journal on Mental Retardation, 101, 1525.
Foldi, N., Lobosco, J., & Schaefer, L. (2002). The effect of attentional dysfunction in
Alzheimer’s disease: Theoretical and practical implications. Seminars in Speech and
Language, 23, 139–150.
Folstein, M. F., Folstein, S. E., & McHugh, P. R. (1975). “Mini-mental state”. A practical
method for grading the cognitive state of patients for the clinician. Journal of Psychiatric
Research, 12, 198–198.
Heid, A., Eshraghi, A., Duntzee, C., Abbott, K., Curyto, K., Van Haitsma, K. (2016). “It
depends”: Reasons why nursing home residents change their minds about care
preferences. The Gerontologist. 56(2), 243–255.
Heid, A. R., Van Haitsma, K., Kleban, M., Rovine, M. J., & Abbott, K. M. (2017). Examining
clinical predictors of change in recreational preference congruence among nursing home
residents over time. Journal of Applied Gerontology, 36(11), 1351-1369.

53

Hopper, T., Bourgeois, M., Pimentel, J., Qualls, C. D., Hickey, E., Frymark, T., & Schooling, T.
(2013). An evidence-based systematic review on cognitive interventions for individuals
with dementia. American Journal of Speech-Language Pathology. 22(1):126-45.
Kempler, D. & Goral, M. (2017) Language and dementia: Neuropsychological aspects. Annual
Review of Applied Linguistics. 28, 73-90.
LeBlanc, L. A., Cherup, S. M., Feliciano, L., & Sidener, T. M. (2006). Using choice-making
opportunities to increase activity engagement in individuals with dementia. American
Journal of Alzheimer’s Disease & Other Dementias, 21(5), 318-325.
LeBlanc, L. A., Raetz, P. B., Baker, J. C., Strobel, M. J., & Feeney, B. J. (2008). Assessing
preference in elders with dementia using multimedia and verbal pleasant events
schedules. Behavioral Interventions, 23(4), 213-225.
Lin, F. R., Thorpe, R., Gordon-Salant, S., & Ferrucci, L. (2011). Hearing loss prevalence and
risk factors among older adults in the United States. The Journals of Gerontology:
Medical Sciences, 66A (5), 582–590.
Molony, S. L., Kolanowski, A., Van Haitsma, K., & Rooney, K. E. (2018). Person-centered
assessment and care planning. The Gerontologist, 58(suppl_1), S32-S47.
McCreedy, E., Loomer, L., Palmer, J. A., Mitchell, S. L., Volandes, A., & Mor, V. (2018).
Representation in the care planning process for nursing home residents with dementia.
Journal of Post-Acute and Long-Term Care Medicine, 19, 415-421.
Mozley, C. G., Huxley, P., Sutcliffe, C., Bagley, H., Burns, A., Challis, D. & Cordingley, L.
(1999). ‘Not knowing where I am doesn't mean I don't know what I like’: Cognitive
impairment and quality of life responses in elderly people. International Journal of
Geriatric Psychiatry. 14(9) 776 - 783.

54

Murphy, J., Gray, C. M., van Achterberg, T., Wyke, S., & Cox, S. (2010). The effectiveness of
the Talking Mats framework in helping people with dementia to express their views on
well-being. Dementia, 9(4), 454-472.
Ohio Administrative Code § 5160-3-58, 2016. Retrieved from http://codes.ohio.gov/oac/5160-358v1
Preference Based Living. (2019). Preferences for Everyday Living Inventory: MDS 3.0 Section F
Items with Follow-Up Questions (PELI-NH-MDS 3.0 Section F) [PDF file]. Retrieved
from https://preferencebasedliving.com/?q=peli-tools
Saliba, D. & Buchanan, J. (2008). Development and validation of a revised nursing home
assessment tool: MDS 3.0. Santa Monica, CA: Rand Corporation Health.
Saliba, D., Buchanan, J., Orlando, M. E., Streim, J., Ouslander, J., Berlowitz, D., & Chodosh, J.
(2012). MDS 3.0: Brief Interview for Mental Status. Journal of the American Medical
Directors Association. 13, 611-617.
Smith, D. B., & Feng, Z. (2010). The accumulated challenges of long-term care. Health Affairs,
29(1), 29-34.
Teri, L., & Logsdon, R. G. (1991). Identifying pleasant activities for Alzheimer’s disease
patients: The pleasant events schedule – AD. The Gerontologist, 31, 124–127.
Thomas K.S., Wysocki, A., Intrator, O., & Mor, V. (2014). Finding Gertrude: The resident’s
voice in Minimum Data Set 3.0. Journal of the American Medical Directors Association,
15(11), 802-806.

55

Van Haitsma, K., Abbott, K. A., Heid, A. R., Carpenter, B., Curyto, K., Kleban, M., Eshraghi,
K., Duntzee, C. I., & Spector, A. (2014). The consistency of self-reported preferences for
everyday living: Implications for person centered care delivery. Journal of
Gerontological Nursing. 40(10), 34-46.
Van Haitsma, K., Curyto, K., Spector, A., Towsley, G., Kleban, M., Carpenter, B., … Koren, M.
J. (2012). The preferences for everyday living inventory: Scale development and
description of psychosocial preferences responses in community-dwelling elders. The
Gerontologist, 53(4), 582–595.

56

APPENDICES

57

Appendix A: IRB Approval Letter

58

59

Appendix B: Consent Forms

60

61

62

63

64

65

image

image

66

image

image

67

image

image

68

image

69

70

71

72

73

Appendix C: Communication Screening Form

Functional Communication Screening
Adapted from Bourgeois et al., 2001
Participant ID#:________
VISION (from Minimum Data Set 2.0)
0

1
2
3
4

ADEQUATE
Sees fine detail, including regular print in newspapers/books.
(Ability to see in adequate light and with glasses if used)
IMPAIRED
Sees large print, but not regular print in newspapers/ books.
MODERATELY IMPAIRED
Limited vision; not able to see newspaper headlines, but can identify objects.
HIGHLY IMPAIRED
Object identification in question, but eyes appear to follow objects.
SEVERELY IMPAIRED
No vision or sees only light, colors, or shapes; eyes do not appear to follow objects.

VISUAL LIMITATION/ DIFFICULTIES
a.

Side vision problems – decreased peripheral vision (e.g., leaves food on side of tray,
difficulty traveling, bumps into people and objects, misjudges placement of chair
when seating self).

b.

Experiences any of following: sees halos or rings around lights; sees flashes of light;
sees curtain over eyes.

c.

NONE OF ABOVE.

VISUAL APPLIANCES
0

No

1

Yes – Glasses / contact lenses / magnifying glass.

(Continued next page.)
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HEARING
(With hearing appliance, if used)
0
HEARS ADEQUATELY – normal talk, TV, phone
1
MINIMAL DIFFICULTY – when not in quiet setting
2

MODERATELY IMPAIRED – hears in special situations only; speaker has to adjust
tonal quality and speak distinctly.

3

HIGHLY IMPAIRED – object identification in question, but eyes appear to follow
objects.
SEVERELY IMPAIRED – absence of useful hearing

4

COMMUNICATION DEVICES/ TECHNIQUES
(Check all that apply during last 7 days)
a.
Hearing aid present and used
b.

Hearing aid, present and not used regularly.

c.

Other receptive communication techniques used (e.g., lip reading).

COMMUNICATION: 5 MINUTE CONVERSATION
Set stopwatch for 5 minutes. Prompt at 3.5 and 2.0 minutes approximately. If necessary, use
other general prompts (“tell me more” or “what else can you tell me about your life, family,
etc.”).
1. Tell me about your family.
2. Tell me about your life.
3. Tell me about your day.
Rating of Responses

2

Elaborated conversation; multiple sentence responses; appropriate, normal
conversation.
Single sentences only.

3

Phrases, multiword only.

4

Single word responses, includes yes/no responses.

5
6

Unintelligible verbal responses, or vocalizing only.
No verbal or vocal response to interviewer.

1
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Appendix D: Brief Interview for Mental Status
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Appendix E: Interview Scripts
Standard Script
I would like to ask you questions about your preferences, so I can learn what is important to you.
We can stop or take a break whenever you want.
I will be asking you whether an activity is important. I would like you to tell me if it is “Very
Important, Somewhat Important, or Not Important”. [refer to response sheet]
For example, if I ask you “How important is it to you to watch TV?” you would tell me what
best fits your preference for watching TV: “Very Important, Somewhat Important, or Not
Important.”
Let’s try another example. How important is it to you to use the telephone? [wait for response]
Great. Do you have any questions? [If no questions, begin with first prompt]
Supported Script
I would like to ask you questions about your preferences, so I can learn what is important to you.
We can stop or take a break whenever you want.
I will ask you whether an activity is important and show you a picture. I would like you to tell
me if the activity is “Very Important, Somewhat Important, or Not Important” by placing the
card in one of the spaces [refer to sorting mat].
For example, if I asked you “How important is it to you to watch TV?” [present visual] you
would place this picture in the box that best fits your preference for watching TV: “Very
Important, Somewhat Important, or Not Important.”
Let’s try another example. How important is it to you to use the telephone? [hand resident visual,
wait for response]
Great. Do you have any questions? [If no questions, begin with first prompt]
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Appendix F: Standard Condition Preference Choice List
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Appendix G: Picture Stimuli (Sample)

Image Source: Nikkytok. (Photographer Username). (n.d.) Hand Watering a Plant with Watering
Can [digital image]. Retrieved from https://www.shutterstock.com/image-photo/hand-wateringplant-can-73172272?src=hySJlWJD0-_MlaLNV67LzQ-1-34
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Appendix H: Supported Condition Preference Sorting Mat
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Appendix I: Preference Data Sheets

Preference Data Sheet (Question Set 1)
Participant #: ___
Date: ______
Session #: 1 / 2
Condition: Standard (T) / Supported (S)
Question
1a. go outside and get fresh air when the weather
is good*
2a. attend entertainment events
3a. exercise
4a. have reading materials available to you*
5a. be a member of a club
6a. watch or listen to TV
7a. be around children
8a. participate in religious services or practices*
9a. go shopping
10a. take care of plants
11a. spend time by yourself
12a. are sports to you
13a. volunteer your time
14a. be involved in cooking
15a. have regular contact with friends
16a. reminisce about the past
17a. do your favorite activities*
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Very

Somewhat

Not

Preference Data Sheet (Question Set 2)
Participant #: __
Date: ______
Session #: 1 / 2
Condition: Standard (T) / Supported (S)
Question

Very

1b. do outdoor tasks
2b. listen to music you like*
3b. use the computer
4b. learn about topics that interest you*
5b. do things with groups of people*
6b. keep up with the news
7b. be around animals such as pets*
8b. participate in your cultural traditions
9b. do things away from here
10b. take care of the place you live
11b. spend time one-on-one with someone
12b. play games
13b. give gifts
14b. watch movies with groups of people
15b. meet new people
16b. have regular contact with family
17b. do your favorite hobbies
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Somewhat

Not

Appendix J: Record Form for Resident Response Types

Participant Utterance Types
PAR#: _______
Time 1
Excel File Name:
Order/Conditions: A

B

C

D

Supported Time 1

Standard Time 1

2A: __
2C: __
2E: __
2F: __
2O: __
2R: __
Utterance Total: __

2A: __
2C: __
2E: __
2F: __
2O: __
2R: __
Utterance Total: __

Time 2
Excel File Name:
Order/Conditions: A

B

C

D

Supported Time 2

Standard Time 2

2A: __
2C: __
2E: __
2F: __
2O: __
2R: __
Utterance Total: __

2A: __
2C: __
2E: __
2F: __
2O: __
2R: __
Utterance Total: __

KEY: Order A = Standard Set 2, Supported Set 1; B = Supported Set 2, Standard Set 1; C = Supported Set 1,
Standard Set 2; D = Standard Set 1, Supported Set 2
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Appendix K: Definitions of Resident Utterance Types

Type
Preference
Acknowledgment
Preference Choice

Code
2A

Preference
Elaboration
Request for
Clarification

2E

Filler utterance

2F

Off-topic

2O

2C

2R

Definition
Statement that is on-topic in regard to examiner prompt, but
not a direct preference choice (e.g., “I enjoy that.” “I like it.”)
Statement indicating a response to the interviewer’s question;
any of the 3 response choices (e.g., “somewhat important”) or
“yes” (verbal/non-verbal) in reply to examiner’s inquiry.
A response that expands on their preference (e.g., a story
related to the preference choice).
A statement or request for the interviewer to clarify, restate, or
re-explain the prompt. (e.g., “I don’t understand.”; “what was
that?”)
Any speech act that serves to regulate the conversation without
providing content, particularly acknowledgments (e.g., mmhmm, okay, I see, alright).
Any question or comment that is not a preference
acknowledgement, choice, elaboration, request, or filler
utterance.
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Appendix L: Record Form for Investigator Utterances

Investigator Utterance Types
PAR#: ______
Time 1
Excel File Name:
Order: A
B
C
D
Supported Time 1
Script:
Practice Question:
1F:
1L:
1O:
1P:
1Y:
Utterance Total:

Standard Time 1
Script:
Practice Question:
1F:
1L:
1O:
1P:
1Y:
Utterance Total:

Time 2
Excel File Name:
Order: A
B
C
D
Supported Time 2
Script:
Practice Question:
1F:
1L:
1O:
1P:
1Y:
Utterance Total:

Standard Time 2
Script:
Practice Question:
1F:
1L:
1O:
1P:
1Y:
Utterance Total:

KEY: Order A = Standard Set 2, Supported Set 1; B = Supported Set 2, Standard Set 1; C = Supported Set 1,
Standard Set 2; D = Standard Set 1, Supported Set 2

85

Appendix M: Investigator Utterance Definitions

Type
Script reading
Practice Question

Code
1S
1Q

Prompt
Clarification

1P
1L

Inquiry

1Y

Filler utterance

1F

Other

1O

Definition
Reading of any of the two scripts.
Examiner completes practice question procedures with
participant.
Original reading of the preference question item.
Any speech act that serves to:
a) Clarify the purpose of the current task or re-explain the
activity and/or procedure.
b) Clarify the content of stimuli; this may include repeating the
question prompt
Instructive comments (e.g., repeating the 3 choices) or requests
for additional content related to the prompt (e.g., Would you
say that this “Very Important” to you?)
Any speech act that serves to regulate the conversation without
providing content, particularly acknowledgments (e.g., mmhmm, okay, I see, alright) or reflecting back the participant’s
response.
Any question or comment that is not the scripts, reading
prompts, clarifications, inquiries, or fillers.
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Appendix N: Naïve Judge Demographics Form
Participant ID#: _______[completed by researcher]
Date: ______

Student Participant Information Form
After signing the consent form, please provide the following information:
1. Age:
2. Gender:

3. Education level:

4. Briefly describe your current level of experience with persons with dementia.
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Appendix O: Naïve Judge Rating Form

Rating Form
Recording ID#: ______
Participant ID#:_____
Date: ______
You will hear a recording of a person being interviewed about their preferences. After listening
to the recording, please rate (by circling) your agreement with the following statements:
1. The participant provides clear preference choices.
Strongly
Agree

Agree

Neutral

Disagree

Strongly
Disagree

1

2

3

4

5

2. The participant elaborates on his/her preference choices.
Strongly
Agree

Agree

Neutral

Disagree

Strongly
Disagree

1

2

3

4

5

3. The participant needs the interview questions repeated.
Strongly
Agree

Agree

Neutral

Disagree

Strongly
Disagree

1

2

3

4

5

4. The participant provides ambiguous information in response to questions.
Strongly
Agree

Agree

Neutral

Disagree

Strongly
Disagree

1

2

3

4

5

(Continued next page.)
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5. I am confident in my ability to understand this person’s preferences.
Strongly
Agree

Agree

Neutral

Disagree

Strongly
Disagree

1

2

3

4

5

6. I am confident I could recommend an activity for this person.
Strongly
Agree

Agree

Neutral

Disagree

Strongly
Disagree

1

2

3

4

5
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